Facilitating transitions to adult healthcare for youth with disabilities: resources for occupational therapy practitioners by Asiello, Jessica DeMarinis
Boston University
OpenBU http://open.bu.edu
Theses & Dissertations Boston University Theses & Dissertations
2018
Facilitating transitions to adult
healthcare for youth with
disabilities: resources for
occupational therapy practitioners
https://hdl.handle.net/2144/30935
Boston University
BOSTON UNIVERSITY 
 
SARGENT COLLEGE OF HEALTH AND REHABILITATION SCIENCES 
 
 
 
 
 
Doctoral Project 
 
 
 
 
 
FACILITATING TRANSITIONS TO ADULT HEALTHCARE 
 
FOR YOUTH WITH DISABILITIES: 
 
RESOURCES FOR OCCUPATIONAL THERAPY PRACTITIONERS 
 
 
 
 
by 
 
 
 
 
JESSICA DEMARINIS ASIELLO 
 
B.S., Cornell University, 2008 
M.S., Boston University, 2017 
 
 
 
 
 
 
Submitted in partial fulfillment of the 
 
requirements for the degree of 
 
Doctor of Occupational Therapy 
 
2018  
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
© 2018 by 
 JESSICA DEMARINIS ASIELLO 
 All rights reserved  
Approved by 
 
 
 
 
 
 
 
Academic Mentor   
 Jessica Kramer, Ph.D., OTR/L 
 Assistant Professor of Occupational Therapy 
 Boston University, Sargent College of Health and Rehabilitation 
Sciences 
 
 Adjunct Assistant Professor of Health Law, Policy, and Management 
 Boston University, School of Public Health 
 
 
 
 
Academic Advisor   
 Karen Jacobs, Ed.D., OT, OTR, CPE, FAOTA 
 Clinical Professor of Occupational Therapy 
 
 
 
 
 
 
 
 
 
 
 
 
		 iv 
ACKNOWLEDGMENTS 
I would like to thank Jessica Kramer, PhD, OTR/L, my academic mentor. Her 
encouragement, feedback, and mentorship have been essential to my professional growth, 
and for strengthening this project. 
I would like to thank the faculty members of the Boston University Department of 
Occupational Therapy, especially my academic advisor, Karen Jacobs, Ed.D., OT, OTR, 
CPE, FAOTA, Ellen Cohn, ScD, OTR/L, FAOTA, and Wendy Coster, PhD, OT, OTR, 
FAOTA, for your guidance and leadership.  
I would like to thank my classmates in the post-professional OTD program, 
especially my peer mentors Janvi Patel, MS, OTR/L, and Laura Pendergast, MS, OTR/L. 
Your support throughout this journey was very meaningful. 
I would like to thank the young adults who participate in research with the Youth 
and Young Adult Empowerment, Leadership, and Learning (YELL) Lab at Boston 
University, as well as the YELL Lab team members, for deepening my understanding 
about the important issue of transition to adulthood for people with disabilities.  
I would like to thank my colleagues in the Occupational Therapy Department at 
Massachusetts General Hospital, for your support and for inspiring me to deliver 
excellent patient care.  
 Finally, a special thank you to my family, especially to my parents and to my 
husband Peter, for all of your love and support through the years.  
  
		 v 
FACILITATING TRANSITIONS TO ADULT HEALTHCARE  
FOR YOUTH WITH DISABILITIES: 
RESOURCES FOR OCCUPATIONAL THERAPY PRACTITIONERS 
JESSICA DEMARINIS ASIELLO 
Boston University, Sargent College of Health and Rehabilitation Sciences, 2018  
Major Professor: Jessica Kramer, Ph.D., OTR/L, Assistant Professor of Occupational 
Therapy, Boston University, Sargent College of Health and 
Rehabilitation Sciences, Adjunct Assistant Professor of Health Law, 
Policy, and Management, Boston University, School of Public Health 
 
ABSTRACT 
Healthcare transition is the transfer from pediatric to adult health services and the 
development of related functional competencies (Sharma, O’Hare, Antonelli, & Sawici, 
2014), including self-management, health self-advocacy, and health IADL performance. 
An estimated 4.5 million youth aged 12-18 have special healthcare needs, a number that 
has grown over time (McManus et al., 2013). As this mounting population enters 
adulthood, healthcare transition has become a topic of increasingly intense attention and 
research among health providers, policymakers, and disability advocacy groups (Betz, 
O'Kane, Nehring, & Lobo, 2016; McManus et al., 2013). However, many youth with 
disabilities do not successfully transition to adult healthcare settings or assume 
responsibility for adult health activities (Betz et al., 2016; McManus et al., 2013). There 
is a need for professionals to support and train youth to successfully transition to adult 
healthcare and to foster their abilities to manage their health and achieve positive health 
and participation outcomes. Occupational therapists (OT) have the opportunity to 
facilitate improved healthcare transitions and support youth through other contexts of 
		 vi 
transition to adulthood that mutually influence healthcare transition, including post-
secondary education, vocations, independent living, and adult-oriented community and 
social activities (Ferris, Ferris, Okumura, Cohen, & Hooper, 2015).  
Facilitating Transitions to Adult Healthcare for Youth with Disabilities: 
Resources for OT Practitioners is a theory-driven and evidence-based continuing 
education program for OT practitioners. The course introduces a socio-ecological model 
to analyze the interrelated factors that influence healthcare transition and participation 
outcomes, and reviews current multidisciplinary research on healthcare transition 
interventions. The course aims to increase learners’ healthcare transition knowledge, 
increase learners’ self-efficacy in meeting the needs of this population, and in the long 
term, increase the OT profession’s participation in healthcare transition activities. 
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Chapter 1: Introduction 
Healthcare transition can be defined both as the transfer from pediatric to adult-
based healthcare services, as well as the simultaneous development of related functional 
competencies (Sharma, O’Hare, Antonelli, & Sawici, 2014). For youth with disabilities, 
such competencies may include self-management skills, self-advocacy skills, and 
functional task performance skills that support youth’s ability to take on greater 
independence in maintaining their health and wellbeing (Bloom et al., 2012).  
Historical Context 
An estimated 4.5 million youth aged 12-18 have special healthcare needs, which 
is defined as a medical, behavioral, or other health issue expected to last twelve months 
or longer (McManus et al., 2013; National Survey of Children’s Health, 2016). As 
medical and surgical treatments have improved over time, the population size of these 
youth with chronic health conditions living into adulthood has increased (McManus et al., 
2013). Simultaneously, public awareness has increased regarding health disparities on a 
number of preventable health metrics for people with disabilities relative to peers without 
disabilities (Krahn, Walker, & Correa-De-Araujo, 2015).  
In response to these trends, there has been an increased focus on how to best meet 
the health needs of young adults with disabilities as they transition into adulthood. For 
example, several medical societies have released position statements on healthcare 
transition, most prominently a 2011 joint report by the American College of Pediatrics, 
American College of Physicians, and American Academy of Family Physicians 
(McManus et al., 2013). Pediatric patient advocacy organizations have similarly joined 
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this dialogue with formal position statements on the importance of healthcare transition 
(McManus et al., 2013). The Maternal and Child Health Bureau tracks healthcare 
transition outcomes in a national public health survey (National Survey of Children’s 
Health, 2016), and the recent federal initiative Healthy People 2020 highlighted 
improving healthcare transition as a key public health objective (Objective DH-5, US 
Dept. of Health and Human Services, 2014). In parallel with these new policy initiatives, 
research and programs on healthcare transition have proliferated in recent years. 
Definition of the Problem 
The problem that this program seeks to address is inadequate transitions into adult 
healthcare settings and roles for youth with disabilities. While there are many resources 
on this subject for clinicians working with this population, there are gaps between 
existing programs’ content and their successful implementation. For example, for youth 
with special healthcare needs ages 12-17, families reported that 44% had time alone with 
a provider at their last check-up, 69% of their providers educated them on the changes in 
healthcare after age 18, 17% of their providers discussed the shift to adult providers, and 
62% of their providers worked with the child to gain skills to manage their healthcare, 
such as understanding current health needs, knowing what to do in medical emergency, 
or taking medications (National Survey of Children’s Health, 2016).  An earlier survey, 
the 2009-2010 National Survey of Children with Special Health Care Needs, suggested 
disparities on the outcome of successful transitions to adult providers, with youth with 
more complex disabilities, of racial minorities, and of male gender demonstrating poorer 
outcomes relative to peers with less complex health conditions, Caucasians, and females 
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(Bloom et al., 2012; McManus et al., 2013). Young adults with disabilities need better 
support and training in order to successfully transition to adult healthcare systems and to 
foster their abilities to manage their health and well-being more independently (Bloom et 
al., 2012; Sharma et al., 2014). 
Importance of the Problem 
The inadequacy of transitions into adult healthcare settings and roles for youth 
with disabilities has important implications for individual health outcomes, individual 
participation and quality of life outcomes, and system-level economic outcomes.  
First, poor healthcare transition may lead to interruption of care, and therefore 
increased health-related complications. This is particularly concerning given that young 
adulthood is a critical period of development with changing healthcare needs, such as the 
onset of chronic co-morbidities, mental health conditions, sexual health issues, and 
substance use issues. Furthermore, young adulthood is a stage of the life course in which 
other contexts of transitions to adulthood take place. Emerging evidence links successful 
healthcare transitions to employment, educational achievement, social participation, 
independent living, and measures of psychosocial functioning and quality of life (Abel et 
al., 2015; Hamdani, Mistry, & Gibson, 2015; Pyatak, 2011; Woodward, Swigonski, & 
Ciccarelli, 2012). In addition, youth with special healthcare needs tend to utilize 
healthcare at high rates (Wang, McGrath, & Watts, 2010). Therefore, unsuccessful 
healthcare transitions and the resulting gaps in care and development of health 
complications may result in overall higher healthcare spending and resource utilization. A 
recent study of Medicaid claims data showed that young adults with spina bifida had 
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higher emergency room and inpatient costs compared to children with spina bifida, 
presumably due to gaps in healthcare related to lack of transition services and insurance 
coverage (Mann et al., 2015). These consequences underscore the significance of better 
meeting the healthcare transition needs of this population.  
Domain of Occupational Therapy Practice 
There is a need for healthcare professionals to help young adults with disabilities 
better navigate the transfer from pediatric to adult healthcare settings, and to develop 
skills that will allow them to attain greater independence in managing their health and 
well-being. Occupational therapy (OT) practitioners have an opportunity to fulfill these 
needs and therefore help optimize existing healthcare transition programs. As will be 
discussed in the following chapters, OTs appear to be uniquely positioned to address 
several barriers to successful healthcare transition for youth with disabilities that have 
been identified in the literature.  
The following chapters will delve more deeply into the theory and evidence on 
the problem of inadequate healthcare transitions for youth with disabilities, review 
evidence-based interventions and resources to address this problem, and propose a 
continuing education program for OT practitioners. This program will aim to: (1) 
increase learners’ healthcare transition knowledge, (2) increase learners’ self-efficacy in 
meeting the needs of this population, and (3) in the long term, increase the occupational 
therapy profession’s participation in healthcare transition activities. 
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Chapter 2: Theoretical and Evidence Base to Support the Project 
Part 1: Overview of the Problem 
The purpose of this section is to describe the theoretical framework for 
understanding the problem of inadequate healthcare transitions for youth with disabilities, 
to introduce an explanatory model that OT practitioners can use to analyze this problem, 
and to evaluate the evidence supporting this proposed explanatory model.   
Socio-Ecological Theoretical Framework 
 The socio-ecological model of health posits that people, the social environment, 
and the physical environment mutually affect one another to influence the health of a 
community (Stokols, 1992). The socio-ecological model of health is a fitting lens through 
which to examine the problem of inadequate healthcare transitions. The Healthcare 
Transition Research Consortium (HCTRC) is an international organization of 
interdisciplinary health providers, researchers, young adults with chronic conditions, and 
their caregivers, who seek to “advance an evidence-based research agenda on healthcare 
transition and self-management” (HTRC, 2018, para. 1). In 2014, the HCTRC published 
a theoretical framework to guide healthcare transition research and practice, which was 
informed by a comprehensive literature review (Betz et al., 2014). Like another recent 
review of the healthcare transition literature (Wang et al., 2010), the HCTRC concluded 
that a socio-ecological model was an appropriate approach to conceptualize the multi-
factorial, interrelated factors that influence healthcare transition (Betz et al., 2014).  
Explanatory Model 
 Figure	2.1 is a visual representation of the factors contributing to the problem of 
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inadequate healthcare transitions for youth with disabilities, and the outcomes of the 
healthcare transition process. This figure serves as an explanatory model of the problems 
that this project seeks to address, and is informed by a literature search on theory and 
evidence related to healthcare transition.  
 
Figure 2.1 Explanatory model of the problem of inadequate healthcare transitions for 
youth with disabilities 
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Influencing Factors 
The influencing factor domains in Figure 2.1 are based upon the HCTRC 
framework (Betz et al., 2014), with modifications based on findings from additional 
literature and relevance to occupational therapy practice.  
 Individual domain. The individual domain consists of variables that would be 
categorized in the Occupational Therapy Practice Framework as “client factors” (AOTA, 
2014a, S4). This includes demographics such as age, gender, race, ethnicity, and 
socioeconomic status. It also includes body structures and functions, which are 
influenced by the individuals’ specific disability or diagnosis and are relevant because 
they inform healthcare transition needs. As will be further discussed in the “Healthcare 
Transition Outcomes” portion of the explanatory model, these client factors have been 
associated with differences in healthcare transition outcomes across sub-populations 
(McManus et al., 2013). 
Values and beliefs are also key influencers of healthcare transition and 
participation, informing client goals. For example, recent studies with transition-age 
youth suggest that health management is a low priority for youth relative to other valued 
life activities such as social activities, education, and employment (Betz, Lobo, Nehring, 
& Bui, 2013; Ferris et al., 2015). This is a potential barrier to healthcare transition that 
providers should keep in mind (and, as will be further discussed in the Participation 
Outcomes portion of the explanatory model as well as in Chapter Three, should seek to 
overcome by more explicitly linking health management to participation). Attitude 
towards the future and desire for independence are other influential subjective 
		
8 
experiences that have been raised in descriptive studies on the healthcare transition 
process (Wang et al., 2010).  
 Family and social supports domain. Youths’ relationships with family 
members, particularly with their parents, during the transition to adulthood can be 
dynamic and complex (Wang et al., 2010). Parents of youth with disabilities often spend 
their sons’ and daughters’ entire childhoods acting as caretakers and advocates, and 
taking primary responsibility for many healthcare needs (Betz et al., 2014; Wang et al., 
2010). Research with parents of transition-age youth reveals that relinquishing control of 
their child’s healthcare can be stressful (Wang et al., 2010), and their level of 
involvement and willingness to partner with their children are influential to healthcare 
transition and participation outcomes.  
Research also suggests that non-family social relationships can influence 
healthcare transition and participation. The availability of peer support can facilitate the 
transition process. As will be further discussed in the next section of this chapter, many 
healthcare transition programs have thus adopted peer mentoring, group meetings, or 
camp models (Ferris et al., 2015; Hackett, Johnson, Shaw, & McDonagh, 2005; Versnel, 
2013). In contrast, peer stigma can be a barrier to healthcare transition. Concern about 
stigma may de-motivate youth to take greater independence of their self-management, 
particularly in school settings, because doing so may make their disability more visible to 
peers (Ferris et al., 2015).  
 Healthcare system domain. Features of the healthcare providers and institutions 
that directly interact with youth and their families have been a major focus of healthcare 
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transition policy initiatives (Betz et al., 2014). Successful transfers between pediatric and 
adult settings require considerable communication and coordination (Lotstein, 
McPherson, Strickland, & Newacheck, 2005; Young et al., 2009), including 
administrative hurdles like transfer of medical records (Sharma et al., 2014). Literature 
also highlights a lack of adult healthcare provider training and experience regarding the 
needs of people with disabilities, which manifests in ineffective communication of 
healthcare transition information and limited provider access (Sharma et al, 2014; Young 
et al., 2009). These shortcomings have led to calls for better training on disability culture, 
health literacy, and the adult health needs of people with childhood-onset disabilities in 
medical curricula and residencies (Sharma et al., 2014). Given these challenges, another 
related healthcare transition barrier is youth and families’ reluctance to transfer to new 
providers when they have longstanding positive relationships with their pediatric 
providers (Carroll, 2015). 
Physical and sensory environmental features may also be a barrier to healthcare 
transition for youth with disabilities. In pediatric healthcare settings, the environment is 
typically very child-centered, and youth with disabilities’ caregivers are likely still 
involved as needed in helping them access the space. Adult healthcare environments are 
not as easily accessible to adults with disabilities. Public health studies have shown that 
design elements of providers’ offices, including entryways, bathrooms, examination 
tables, scales, and diagnostic equipment that are not adaptable for wheelchair users 
restrict healthcare access for adults with disabilities (Mudrick, Breslin, Liang, & Yee, 
2012). Furthermore, clinics and hospitals are stimulating environments. Sensory 
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environmental features such as bright lights, strong smells, and loud noises, and social 
environmental features such as crowds, inconsistent staff, and unpredictable schedules 
have been shown to increase stress, anxiety, and maladaptive behaviors for people with 
autism spectrum disorders seeking to access health services (Cermak et al., 2015; 
Pfeiffer, B., & Stein Duker, 2016; Thompson & Tielsch-Goddard, 2013).  
Societal domain. This domain contains societal factors that indirectly influence 
healthcare transition, including the education system and community-based resources. 
Although school districts are federally mandated by the Individuals with Disabilities Act 
(IDEA) to begin transition-planning by age 14, healthcare-related goals are often not 
included on individualized education plans (Repetto, Gibson, Lubbers, Gritz, & Reiss, 
2008). A survey of school personnel and community agency representatives involved in 
transition planning indicated that the main barriers to including healthcare goals in 
transition IEPs are lack of awareness of the healthcare transition process, lack of 
knowledge about healthcare transition, lack of funding, lack of perceived mandate to 
include health issues, and a perception that health issues are a low priority for transition 
IEPs (Repetto et al., 2008). Overall, there is a lack of coordination between the healthcare 
and education systems in the United States on transition goals and needs (Gibson, 2015; 
Wang et al., 2010), which may be due to separate funding mechanisms for these systems, 
or lack of knowledge about respective roles (Repetto et al., 2008).  
The health policy and legal systems are also significant environmental influencers 
on healthcare transition. A lack of clarity on reimbursement mechanisms for provider 
time spent on healthcare transition activities may be a barrier. Coordinating transition 
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care is costly, and there are few billing codes for transition-related services (Sharma et al, 
2014). As a result, most existing hospital-based transition programs are funded by short-
term grants (Ferris et al, 2015). Health insurance coverage for transition-age youth can 
also pose challenges to continuity of care (Lotstein et al., 2005). For example, at age 19, 
youth age out of state Children’s Health Insurance Plans (CHIP) and must meet stricter 
criteria in order to enroll in Medicaid, leading to coverage gaps (Autistic Self-Advocacy 
Network, 2013). Another pertinent legal issue is the age of majority. Under the federal 
Health Insurance Portability and Accountability Act (HIPAA), when a young adult turns 
18, parents no longer have a legal right to information about their care without taking 
additional measures such as health care proxy or guardianship, underscoring the 
importance of beginning the healthcare transition process in advance of this milestone. 
As indicated with arrows in the explanatory model, the influencing factors affect 
both healthcare transition and participation outcomes.   
Healthcare Transition Outcomes 
In keeping with how healthcare transition has been described in the literature, this 
process can be conceptualized as having two outcome components: integration into adult 
health services, and the simultaneous development of related functional competencies.  
Integration into adult health services. One healthcare transition outcome is the 
successful transfer of young adult patients from a pediatric to an adult setting of care and 
providers. Despite investments in research and development of resources on healthcare 
transition, unmet needs persist in providing continuity and coordination of services 
between pediatric and adult settings. According to the 2009-2010 National Survey of 
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Children with Special Health Care Needs, only 40% of children met criteria for 
successful transition to adult providers, similar to the 2005-2006 survey results 
(McManus et al., 2013). The study also found disparities on the transition outcome, with 
youth with more complex disabilities, of racial minorities, and of male gender 
demonstrating poorer outcomes relative to peers with less complex health conditions, 
Caucasians, and females (Bloom et al., 2012; McManus et al., 2013).  
 Development of related functional competencies. A recent systematic review of 
healthcare transition studies using samples of youth with disabilities concluded that the 
majority of research to-date has primarily been focused on the actual transfer from 
pediatric to adult-based services, and to a lesser extent on the acquisition of related skills 
required for independent health management and decision-making (Betz et al., 2013). 
These skills may involve self-management, health self-advocacy, and specific health-
related task performance skills that contribute to young adults’ ability to take greater 
responsibility for their own health management.  
In the explanatory model, a bidirectional arrow between the two healthcare 
transition outcomes suggests a reciprocal relationship between the actual transfer of care 
and the development of these competencies. The aforementioned systematic review 
concluded that youths’ level of independence in managing their condition was a key 
influencer of the transfer to adult-based care (Betz et al., 2013). In turn, the transfer to 
adult services promotes the development of these skills by affording opportunities to 
learn through experience (Nguyen & Baptiste, 2015). For example, attending a routine 
appointment with an adult care provider gives a young adult the chance to practice 
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scheduling the appointment, navigating community transportation to attend the 
appointment, communicating with the provider and advocating for one’s health needs, 
and carrying out recommended health routines at home. Working on such instrumental 
activities of daily living in a natural context is well-aligned with occupational therapy 
principles (Gibson, 2015).  
Participation Outcomes 
Healthcare transition is integrated with many other meaningful transitions to 
adulthood for youth with disabilities and may be a predictor of participation and quality 
of life outcomes (Fair et al., 2013; Ferris et al., 2015). The Health Care Transition 
Research Consortium (HCTRC), an international and interdisciplinary group of 
practitioners and scholars, conducted a Delphi study among expert providers on 
healthcare transition outcomes (Fair et al., 2015). “Achieving optimal quality of life” 
ranked as the top priority outcome, and was identified as an area of need for further 
healthcare transition research (Fair et al., 2015, p. E5). For transition-age youth, 
particularly salient life areas include employment, education, independent living, and 
social participation (Fair et al., 2013; Ferris et al., 2015). The inclusion of participation 
outcomes in the explanatory model is also in keeping with the World Health 
Organization’s International Classification of Functioning, which highlights activity and 
participation as key components of a biopsychosocial model of disability for guiding 
research and practice (WHO, 2002).  
In the explanatory model, a bidirectional arrow illustrates the reciprocal 
relationship between participation outcomes and healthcare transition outcomes. 
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Satisfactory health management can clearly support participation in activities that help 
fulfill new adult roles. For example, Gibson (2015; Orentlicher et al., 2014) relays a case 
study of an occupational therapy client with spina bifida whose ability to independently 
mange his health needs ultimately facilitates his transition to post-secondary education 
and independent living in his college dorm. In turn, recent healthcare transition studies 
incorporating a youth perspective have shown that youth are more motivated to work on 
self-management when the beneficial effects on participation (for example, in school, 
social activities, recreation, and independent living) are emphasized (Betz et al., 2013; 
Ferris et al., 2015; Hamdani et al., 2015; Kim et al., 2010). As will be further described in 
the next section of this chapter, this reciprocal relationship is important for providers 
working with transition-age youth to keep in mind: even if a client’s goals are related to a 
separate area of occupation, working on healthcare transition competencies - specifically, 
self-management, self-advocacy, and related health task performance skills - can help 
support these goals.  
Limitations for the Explanatory Model 
The components of the explanatory model are all grounded in evidence from the 
latest healthcare transition literature. Therefore, limitations in the current body of 
evidence must be must be considered when using the explanatory model to analyze the 
healthcare transition process. Foremost, there is a need for more research from youth and 
families’ perspectives rather than provider perspectives, to obtain more client-centered 
views on the healthcare transition process (Betz et al., 2014; Fair et al., 2015). Despite the 
plethora of literature on healthcare transition, much of it is written by and for the provider 
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perspective, and studies that have been done with youth and families reveal a great deal 
of confusion and lack of knowledge on the overall healthcare transition process (Betz et 
al., 2014). There also appears to be a need for more research on healthcare transition 
needs specifically for youth living with more complex disabilities (Young et al., 2009). 
Much of the healthcare transition literature is about youth “with special health care 
needs” – a broad categorization that encompasses a spectrum of health conditions, some 
of which have relatively less impact on development and daily functioning than others. 
Finally, there is an overall need for more empirical evidence on the problem of healthcare 
transition. Existing literature mostly consists of descriptive studies exploring the problem, 
and often with small sample sizes. There is considerably less research available on 
predicting and measuring healthcare transition outcomes. A major implication of this gap 
on the explanatory model is that the relative influence of each of the “influencing factors” 
is unclear. 
Barriers to Occupational Therapy Involvement in Healthcare Transition  
  The occupational therapy profession has an opportunity to improve the healthcare 
transition experience for adolescents and young adults with disabilities. Occupational 
therapy practitioners’ training and experience in the needs of people with disabilities and 
in life course development provide a keen understanding of changing client needs from a 
pediatric to adult context. Furthermore, OT has an opportunity to help optimize existing 
programs with its emphases on activity analysis, skill development, and task 
modifications in order to increase youths’ independence in health-related activity 
performance (Kardos & White, 2005). 
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Despite this skill set, current occupational therapy involvement in healthcare 
transition appears to be low. There is limited data available to quantify, but one study 
suggests that only 30% of school-based occupational therapists work on transition-
planning in general; the amount is likely even lower among hospital and clinic-based 
occupational therapists and when considering healthcare transition specifically (Kardos 
& White, 2005; Mankey, 2011; Orentlicher et al., 2014). Hypothesized external barriers 
to greater occupational therapist involvement include funding challenges, particularly 
after youth reach age 22 and therapy services are no longer funded through schools 
(Orlin, Cicirello, O’Donnell, & Doty, 2014; Mankey, 2011), and a lack of awareness 
among parents and interdisciplinary team members on the role of occupational therapy 
and its potential contributions to transition (Kardos & White, 2005; Mankey, 2012). 
Hypothesized intra-professional barriers to greater occupational therapy involvement 
include lack of training and experience. Although educational standards require 
occupational therapy students to learn how to address self-management, health 
promotion, and service transitions, occupational therapists may lack an understanding of 
how these must be operationalized to ensure successful healthcare transitions for youth 
with disabilities. Notably, there is also a lack of evidence available to support the 
effectiveness of occupational therapy in healthcare transition (Gibson, 2015).  
In summary, this project seeks to address the problem of inadequate healthcare 
transitions for adolescents and young adults with disabilities. Addressing this problem 
aims to affect two areas of outcomes: (1) the need for improved healthcare transition 
outcomes – both the integration into adult healthcare settings as well as the development 
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of related functional competencies in order to fulfill adult healthcare roles and (2) the 
related need for improved participation outcomes for adolescents and young adults with 
disabilities.  
Part 2: Previous Attempts to Address the Problem 
The purpose of this section is to summarize and evaluate intervention methods 
that attempt to address the problem of inadequate healthcare transitions for adolescents 
and young adults with disabilities. Interventions summarized in this literature review are 
categorized based on their targeted outcomes, reflecting the socio-ecological explanatory 
model of this problem presented in the previous section. 
Interventions to Improve Integration into Adult Care Setting 
Transition Programs or Clinics  
In response to growing attention to the problem of healthcare transition, transition 
programs to facilitate transfers between pediatric and adult providers (also referred to as 
transition clinics) have proliferated across individual hospitals, public health programs, 
and even an insurance program (McManus et al., 2015). Since 2009, the “Got Transition” 
Center for Healthcare Transition has promoted the “Six Core Elements” of healthcare 
transition: establishing a transition policy, tracking transition progress, assessing 
transition readiness, planning for adult care, transferring care to an adult setting, and 
integrating into an adult practice (Got Transition, 2014). These core elements have served 
as an influential framework for transition program development, quality improvement, 
and for emerging healthcare transition research (Chu, Maslow, von Isenburg, & Chung, 
2015; Got Transition, 2014). Through their website, Got Transition has disseminated 
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resources on how to implement the Six Core Elements in practice, and how to assess 
implementation progress (Got Transition, 2014). 
Recent systematic reviews indicate a paucity of research on the effectiveness of 
the Six Core Elements and on transition programs in general, and suggest that existing 
studies are heterogeneous in their patient populations, intervention approaches, and 
targeted outcomes (Betz et al., 2016; Campbell et al., 2016; Chu et al., 2015; Le Roux et 
al., 2017). For their intervention inclusion criteria, the review authors tended to adhere to 
broad definitions of transition programs; for example, “any care (or clinical pathway) 
model aimed at improving the transition of care for adolescents from paediatric to adult 
health services” (Campbell et al., 2016, p. 1). Most interventions were situated in 
specialty clinics (Chu et al., 2015). Study participants ranged from ages 12-25 years 
(Campbell et al., 2016; Chu et al., 2015; Le Roux et al., 2017) and typically had a single 
chronic condition, notably Type 1 diabetes mellitus (Betz et al., 2016; Chu et al., 2015; 
Le Roux et al., 2017). Most transition program interventions involved patient education 
on the transition to adult care (Le Roux et al., 2017). The format of educational activities 
varied widely from one-on-one sessions with a nurse educator, to computer-based 
modules (Campbell et al., 2016), to tours of adult clinics, special Saturday clinics for 
adolescents within adult practices, or joint visits with pediatric and adult providers 
together (Chu et al., 2015). Details on intervention procedures, frequency, and duration 
were often not reported (Betz et al., 2016). A common feature of transition programs was 
a designated transition coordinator, sometimes alternatively referred to as a patient 
navigator or case manager, who held varying responsibilities such as initiating the 
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transition process, setting up appointments in the adult clinics, or performing post-
transition follow-up phone calls with patients (Chu et al., 2015). The education and 
training required for the transition coordinator role was rarely elaborated upon in studies 
(Le Roux et al., 2017).  
In a review of four retrospective observational studies and one randomized 
controlled trial (RCT) focusing specifically on the outcome of successful transfer to an 
adult provider, three out of the five studies showed that patients who participated in 
transition programs had higher rates of transfer of care and higher attendance at adult 
clinics compared to patients who did not (Chu et al., 2016). A recent Cochrane review 
examined four small RCTs (combined N=238) (Campbell et al., 2016). Synthesized 
findings suggested that participants in transition programs may improve their knowledge 
of their condition, self-efficacy, and transition-readiness, but not necessarily improve 
their disease-specific health outcomes, quality of life, or successful transfer to adult care 
(Campbell et al., 2016).  
While transition programs appear promising at facilitating healthcare transitions, 
widespread methodological shortcomings limit the ability to draw strong conclusions on 
the effectiveness of these interventions. All systematic reviews highlight the low volume 
of studies using randomization, blinding, and control or comparator groups (Betz et al., 
2016; Campbell et al., 2016; Chu et al., 2015; Le Roux et al., 2017). The use of 
heterogeneous non-standardized interventions without fidelity procedures makes it 
difficult to replicate program features for clinical practice or future research (Betz et al., 
2016; Chu et al., 2015; Le Roux et al., 2017). Transition intervention outcomes are 
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inconsistent across studies, both in their constructs as well as in their measurement 
validity (Chu et al., 2015; Le Roux et al., 2017). Post-intervention data collection ranged 
from immediately post-transition to 12 months follow-up, which may be an insufficient 
timeframe to capture the full scope of the healthcare transition process (Campbell et al, 
2016; Chu et al., 2015). These limitations reflect the realistic challenges of conducting 
research within a natural clinical setting versus an academic setting. Got Transition and 
other professional organizations can encourage greater standardization of procedures by 
continuing to make evidence-based recommendations for healthcare transition 
assessments and interventions easily accessible to clinicians and researchers (Got 
Transition, 2015).  
Medical Homes  
An alternative to the transition program model is the medical home model of care.  
Rather than a transfer of care between pediatric and adult providers, a medical home 
coordinates care across the patient’s life course (Viola, Arno, Byrnes, & Doran, 2014). 
The Maternal Child Health Bureau (MCHB) has endorsed this model of care for children 
with special healthcare needs (Homer et al., 2008; Walker, McManus, & Fox, 2011). Its 
proponents suggest that medical homes can facilitate healthcare transition by improving 
family-centered care delivery, improving communication, increasing access to care, 
reducing unmet healthcare needs, and providing efficiencies in healthcare resource 
utilization (Viola et al., 2014). A systematic review of 30 studies, including seven 
analyzing data from the National Survey of Children with Special Health Care Needs 
(NS-CSHCN) and six RCTs, examined the effectiveness of medical home interventions 
		
21 
on quality of care for youth with special healthcare needs (Homer et al., 2008). Medical 
home interventions were identified based on the presence of attributes that the authors 
pre-determined as consistent with the MCHB’s objectives, such as coordination of care 
and family-centered care planning (Homer et al., 2008). Results suggest moderate 
positive outcomes on family centeredness, effectiveness of care, timeliness of care, health 
status, and family functioning among youth with special needs who received care in a 
medical home versus those who did not (Homer et al., 2008). The authors cite the 
heterogeneity of intervention designs, which limits the ability to aggregate findings, a 
lack of studies with rigorous design elements such as comparison groups, which makes it 
challenging to attribute observed results to the intervention alone, and the 
overrepresentation of studies on children with asthma, which limits the generalizability of 
findings, as major barriers to drawing strong conclusions on the effectiveness of medical 
homes (Homer et al., 2008).  
Most medical home intervention studies have involved special grant funding 
(Homer et al., 2008). Thus, the feasibility of sustaining medical home models in everyday 
practice is uncertain (Homer et al., 2008). Recent NS-CSHCN data suggests only half of 
youth with special health care needs and only 30% of youth with autism spectrum 
disorders have access to a medical home, which may be related to the high costs of 
program administration as well as a shortage of providers who are prepared to care for 
these patients across the lifespan (Viola et al., 2014). Notably, across intervention studies 
of both transition clinics and medical home programs, few have examined outcomes 
related to healthcare costs and resource utilization. The costs of coordinating care for 
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transition-age youth with disabilities is likely high. Future research should consider 
developing evidence related to the potential economic benefits of health care transition 
(for example, cost savings due to prevention of complications due to greater access to 
quality care), in order to establish the value of these programs to payers.  
Healthcare Environmental Modifications  
Another potential intervention category involves modification of healthcare 
environments to better meet the needs of adolescents and young adults with disabilities 
who are transitioning to adult care settings. In general, the role of physical and social 
environments in facilitating participation in life situations has been well established in 
theory and evidence (WHO, 2002). The role of accessible environments in disability 
rights and inclusion of people with disabilities in society is also well-established (Hinton, 
Kraus, Richards, Fox & Campbell, 2017). Thus, as described in Chapter Two Part One, 
optimizing the physical, sensory, and social environments that health services are 
provided within is instrumental to people with disabilities’ ability to access healthcare 
and participate as healthcare consumers (Hinton et al., 2017; Mudrick et al., 2012). 
Literature explicitly regarding healthcare transition interventions has not discussed 
environmental modifications. However, a trend towards making healthcare settings more 
inclusive for people with disabilities would certainly promote the healthcare transition 
process.  
A pilot study with a randomized crossover design examined the feasibility and 
effect of a sensory adaptation intervention including reduced florescent lighting, slow 
moving colorful visual effects shown on the ceiling, rhythmic music, and a weighted 
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wrap to provide deep pressure, on six-to-twelve year-olds’ experiences during a dental 
cleaning (Cermak et al., 2015). In both typical children and in children with autism 
spectrum disorders (ASD), the adapted environment resulted in decreased anxiety, less 
self-reported pain, and less sensory discomfort (Cermak et al., 2015). As expected in a 
feasibility study, there were limitations that affect the generalizability of results, 
including a small sample size, inability for many participants to complete self-reported 
outcome measures, and group differences in gender distribution (Cermak et al., 2015).  
Other studies have focused on improving the inpatient experiences of hospitalized 
people with ASD. Online and in-person staff educational interventions on how to 
effectively communicate with and manage the behaviors of inpatients with ASD using a 
case-study approach have resulted in positive outcomes such as improved staff 
knowledge and decreased staff fear about caring for patients with developmental 
disabilities (Carter et al., 2017, Johnson, Lashley, Stonek, & Bonjour, 2012). Articles 
summarizing emerging best practices for the care of people with ASD emphasize 
strategies such as anticipating triggers of stress and modifying the environment 
accordingly, adapting communication and routines through the use of social stories or 
modified approaches to explaining procedures, and incorporating the person’s interests 
into care (Carter et al. 2017; Scarpinato et al., 2010). Research on use of the Autism Care 
Questionnaire, a tool to create personalized autism care plans for patients, demonstrated 
improved family-reported outcomes on positive experiences in the hospital and staff 
attention to ASD-specific needs (Broder-Fingert et al., 2016). Unfortunately, these 
inpatient intervention studies consisted of either compilations of anecdotal “best 
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practices” or quantitative pilot studies with small same sizes, minimal use of control 
groups, and short durations. While these studies support the feasibility of healthcare 
environmental modification interventions, their methodological shortcomings limit the 
ability to draw conclusions on intervention effectiveness. 
Notably, most healthcare environmental intervention research has been conducted 
with children with ASD. Therefore, the generalizability of results to older youth 
transitioning to adult healthcare, as well as to people with other types of disabilities, is 
unclear. Further research is needed to understand the effectiveness of modifications to the 
healthcare environment specifically on healthcare transition outcomes. 
Interventions to Improve Self-management 
For youth with disabilities, improved self-management is both a part of the 
healthcare transition process as well as a key healthcare transition outcome, as the 
development of these skills supports independent health management and participation in 
life roles (Bal et al., 2016). Lorig and Holman’s (2003) conceptual framework presents 
self-management interventions as addressing three task domains: (1) medical 
management, which includes management of symptoms and medication adherence, (2) 
role management, which includes participation in valued activities, and (3) emotional 
management, which includes coping with the psychological sequelae of chronic 
conditions. Their model also posits six self-management skills for performing these tasks: 
“problem solving, decision making, resource utilization, the formation of a patient-
provider partnership, action planning, and self-tailoring” (Lorig & Holman, 2003, p. 1).  
Lorig and Holman’s (2003) model has guided a body of literature on self-
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management and was used in a recent systematic review examining the effectiveness of 
self-management interventions for young people with chronic conditions, including 
disabilities (Bal et al., 2016; Sattoe et al., 2015). Eighty-six studies were summarized to 
understand the scope of self-management interventions and outcomes (Sattoe et al., 
2015); in a parallel paper, results from forty-two RCTs within this set were analyzed (Bal 
et al., 2016). Medical management of the health condition was overrepresented in 
intervention activities (Sattoe et al., 2015). Role management, including social 
participation, instrumental activity of daily living performance, and emotional 
management were emphasized relatively less (Sattoe et al., 2015). The plurality of studies 
were focused on youth with asthma and diabetes, conditions which require inhalers or 
insulin administration in response to disease processes; however, this trend of an 
overemphasis on medical management was consistent even when those studies were 
removed from analysis (Bal et al., 2016; Sattoe et al., 2015). A separate systematic 
review of two RCTs and four pre-post studies, which focused solely on self-management 
interventions for youth with physical disabilities, arrived at a similar conclusion 
(Lindsay, Kingsnorth, McDougall, & Keating, 2014). All interventions primarily focused 
on medical management, although some included education on life roles, emotional 
management, and skills associated with self-management such as problem-solving and 
goal-setting (Lindsay et al., 2014). Across all studies, the intervention components were 
diverse. Example activities included goal-setting, education on problem-solving skills, 
training sessions on specific self-management skills, homework assignments, daily diary 
monitoring, social media or online module activities, and peer support activities (Sattoe et 
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al., 2015; Lindsay et al., 2014).  
A plurality of studies were based within hospitals and clinics; some were home-
based or at school, and some were online programs (Bal et al., 2016; Lindsay et al., 2014; 
Sattoe et al., 2015). Some interventions were summer camp programs, which provided a 
natural context for practicing self-management skills independently from parents and 
alongside peers (Bal et al., 2016; Lindsay et al., 2014; Sattoe et al., 2015). Interventions 
were a mix of individual and group formats, with a trend towards more of the former 
(Sattoe et al., 2015; Lindsay et al., 2014). About 25% of programs also involved family 
members (Sattoe et al., 2015; Lindsay et al., 2014). Interventionists varied widely 
between different types of health professionals and non-health professionals, and 
information on their training was sometimes absent (Lindsay et al., 2014; Sattoe et al., 
2015).  
Targeted intervention outcomes varied widely across studies but tended to be 
conceptually related to intervention content, such as disease knowledge, symptoms, 
quality of life, self-management behaviors, functional status, medication adherence, and 
psychological outcomes (Bal et al., 2016; Lindsay et al., 2014; Sattoe et al., 2015). 
Among the RCTs included in a relatively larger systematic review, self-management 
interventions had positive results relative to control groups on the outcomes of disease 
knowledge and adherence (Bal et al., 2014). The control conditions actually had better 
results relative to the intervention conditions on disease symptoms and school attendance 
(Bal et al., 2014). There was no clear difference between interventions and controls on 
the outcomes of coping and problem-solving related to the health condition, 
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psychological outcomes, and quality of life (Bal et al., 2014). Among interventions for 
youth with physical disabilities, all interventions demonstrated improvement on at least 
one self-management measure (Lindsay et al., 2014).  
All systematic review papers highlighted the low quality of studies, particularly a 
shortage of RCT designs, as mitigating the evidence on self-management intervention 
effectiveness (Bal et al., 2016; Lindsay et al., 2014; Sattoe et al., 2015). Inconsistency in 
outcome measures precludes meta-analysis of study results (Bal et al., 2016; Lindsay et 
al., 2014). Heterogeneity of intervention activities, under-reporting of intervention 
procedures, and under-reporting of participants’ baseline demographic and functional 
characteristics makes it challenging to determine which components of interventions are 
relatively more effective (Bal et al., 2016; Lindsay et al., 2014).  
As Lindsay et al. (2014) argued, there is also an overall lack of self-management 
intervention research for youth with physical and cognitive disabilities compared with 
those with chronic health conditions like asthma and diabetes. The six studies reviewed in 
their paper were the only ones published over a thirty-year search period, and they only 
addressed the specific populations of youth with spina bifida and juvenile rheumatoid 
arthritis, with samples that were mainly Caucasian females (Lindsay et al., 2014). Further 
research with youth who have more complex functional needs, and with more diverse 
study samples, is required in order to understand if self-management interventions are 
effective at improving independence in health management.  
The over-emphasis of these interventions on medical management over 
participation in meaningful life activities and emotional management is problematic, as it 
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is theoretically in conflict with the more holistic definition of self-management (Lorig & 
Holman, 2003; Sattoe et al., 2015). It also lacks patient-centeredness; for youth, health 
management is simply not a priority compared to the more meaningful activities of 
adolescence, like navigating personal relationships (Ferris et al., 2015). This may affect 
participants’ buy-in to the program, a consideration that was not fully addressed in these 
studies. In addition to incorporating more psychosocial considerations into self-
management programs, it would be interesting to examine the feasibility of integrating a 
self-management program within a transition program or medical home program. These 
two types of interventions are developmentally congruent, and the transfer to an adult 
setting of care would provide a natural context within which youth could practice the 
skills acquired through a self-management intervention.  
Interventions to Improve Health Self-advocacy 
 Improving transition-age youths’ self-advocacy skills may support their 
independence in health management, thus contributing to successful healthcare 
transitions. A systematic review and narrative synthesis of 15 articles, including six RCTs 
and pre-post studies with quantitative outcomes, examined health communication and 
self-advocacy interventions for people with intellectual disabilities (ID) (Chinn, 2016). 
Most were delivered in a group format, with frequency of 1-2 times per week and 
duration of 8-12 weeks (Chinn, 2016). Most employed a mixture of didactic and 
interactive methods, such as role-playing and games, to impart knowledge about health 
information and procedures (Chinn, 2016). One notable curriculum, "3R: Rights, 
Respect, and Responsibility" used an interactive group format to teach about health 
		
29 
rights, such as asking to be appropriately included in health decisions, and asking for 
clarification when health professionals are using jargon (Feldman et al., 2012). At least 
three intervention studies included hand-held health records to increase individuals’ 
awareness of their health history and aid in communication of health information, 
although the format and content varied widely (Chinn, 2016). Other interventions 
included communication visual aids and communication skill training to help individuals 
describe their symptoms (Chinn, 2016). One intervention specifically addressed patient 
anxiety by incorporating graded exposure techniques with models and videos as 
preparation for more intrusive women’s health procedures (Chinn, 2016).   
One RCT that was not part of the systematic review, the Ask Diary and 
Comprehensive Health Assessment Program (CHAP), is notable for two key reasons. 
First, its educational activities included components for adolescents with ID, their 
caregivers, and their healthcare providers (McPherson, Ware, Carrington, & Lennox, 
2016). Involving multiple stakeholders in the intervention reflects the shared roles and 
responsibilities of health interactions (Chinn, 2016; McPherson et al., 2016), which may 
make it particularly suitable for HCT preparation. Second, the didactic portion of the 
intervention took place in a school context. Special education teachers incorporated the 
health advocacy lessons into their pre-existing self-determination curricula (McPherson 
et al., 2016). Although this took place within the Australian school system, it is plausible 
that similar health advocacy interventions may be appropriate methods of addressing 
functional goals related to health management in individualized education plans. 
Results of these studies suggest that health communication and self-advocacy 
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interventions improve health knowledge, such as knowledge of conditions, symptoms, 
and procedures (Chinn, 2016), and improve self-determined health behaviors, such as 
independently attending doctor’s appointments, asking questions, and explaining health 
information to providers (McPherson et al., 2016). Across all of these studies, small 
sample sizes, inconsistent outcomes, and a lack of reliable and valid outcome measures 
impede the ability to determine the relative effectiveness of interventions. A major gap in 
the existing research is a shortage of observational data from actual health consultations 
(Chin, 2016). Nearly all studies used author-developed questionnaires to measure 
changes in knowledge or behaviors, which in addition to not being psychometrically 
sound, are also not necessarily representative of participants’ actual self-advocacy 
performance. All studies were with people with ID and the interventions were developed 
with the input of members of this population, with consideration of their specific learning 
needs (Chinn, 2016; McPherson et al., 2016). Thus, generalizability of findings to people 
with other types of disabilities or health needs was not determined.  
Finally, no studies addressed health self-advocacy explicitly in relation to 
healthcare transition. As noted with self-management interventions, it would be 
interesting to situate a health advocacy intervention within the transfer from pediatric to 
adult setting of care, to provide a real world context for application of these skills.  
Interventions to Improve Health Management IADL Performance 
 A notable gap in the self-management and self-advocacy interventions described 
in the previous sections is the lack of interventions focused on the performance of 
instrumental activities of daily living (IADL) that are associated with participation in 
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health management. Beyond medication management and functional communication 
within a doctor’s appointment, which were clearly areas of focus in some of the 
aforementioned studies, participation in health management involves a complex array of 
additional activities. These activities may include: enrolling in insurance programs, 
keeping records of medical information, identifying providers in one’s neighborhood and 
insurance network, using the phone to schedule doctor’s appointments, remembering the 
date and time of an appointment, navigating the community to get to a doctor’s 
appointment, filling out paperwork at the doctor’s office, making a co-payment, 
understanding how health care costs factor into one’s personal budget, ordering 
prescriptions, and picking up prescriptions at the pharmacy. As adolescents and young 
adults transition to adulthood, the responsibility of performing these IADLs may shift 
from the parent to the individual. The performance of these IADLs requires a multitude 
of motor, cognitive, and social performance skills, which may pose challenges for youth 
with disabilities. To fully facilitate the healthcare process, adolescents and young adults 
with disabilities must also develop performance skills to manage these complementary 
health management IADLs.  
The importance of these skills for enabling healthcare transition is clearly 
acknowledged in the literature. In several of the intervention studies discussed in this 
chapter, the Transition Readiness Assessment Questionnaire (TRAQ) was used as an 
outcome measure of transition readiness (Campbell et al., 2016). The TRAQ includes 
several items addressing IADL skills such as making appointments and filling 
prescriptions (Sawicki et al., 2009). Similarly, Got Transition and the American College 
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of Physicians have developed general and disease-specific versions of the Transition 
Readiness Assessment for youth and caregivers, which address health management 
IADLs (American College of Physicians, 2016). While the assessment of these activities 
has been established in the healthcare transition literature, a review of the evidence 
suggests that little to no formal interventions have been developed or studied to address 
this aspect of healthcare transition. It is likely that some of the transition programs and 
self-management interventions described in the previous sections addressed these health 
IADLs as part of their overall patient education, but they were not explicitly described in 
the interventions’ details. Improving the performance of these health IADLs among youth 
with disabilities is well within the scope of occupational therapy practice, and there is 
clearly a need for more specific intervention research in this area. 
Interventions to Improve Participation in Meaningful Life Activities (Occupations) 
 Healthcare transition does not occur within a vacuum. As youth with disabilities 
are transitioning from pediatric to adult healthcare settings and assuming responsibility 
for health management activities, at the same time they are transitioning to other adult 
life situations. These additional contexts may include transitions into post-secondary 
education, vocations, independent living, and adult-oriented community and social 
activities. These contexts could conceptually fall under Lorig and Holman’s “role 
management” domain of self-management (2003). However, as was touched upon in the 
section on self-management interventions, the connections between health care transition 
and participation in valued life activities (occupations) have been underexplored in 
existing literature. While some writings on healthcare transition establish the theoretical 
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connection between health and participation (Fair et al., 2015; Ferris et al., 2015; Gibson, 
2015), little to no studies seem to actually integrate participation in occupations into 
healthcare transition interventions. This represents a gap in the literature, as well as an 
opportunity to potentially increase youths’ interest and motivation to participate in 
healthcare transition programs, by more explicitly connecting healthcare transition to 
participation in meaningful occupations (Ferris et al., 2015).   
Implications for Proposed Solution 
 This evaluative summary of interventions has several key implications for 
occupational therapy practitioners who seek to address the problem of healthcare 
transition with their clients.   
(1) Target Multiple Levels of Influencing Factors  
In the previous section of this chapter, the problem of inadequate healthcare 
transitions was conceptualized as stemming from several layers of influencing factors: 
the societal domain, healthcare system domain, family / social domain, and the individual 
domain. Following this socio-ecological explanatory model, healthcare transition 
interventions seek to intervene on multiple levels, as summarized in Table 2.1. Clinicians 
should keep these layers in mind when assessing, goal-setting with, and treating clients 
who are participating in healthcare transition.  
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Table 2.1  
Summary of healthcare transition interventions, organized by domain 
Domains Example Healthcare Transition Interventions 
Societal level 
• Got Transition and other governmental and professional 
associations which establish clinical best practices, billing 
guidelines, and policy initiatives to support healthcare transition on 
an national and state level. 
Healthcare 
system 
(practice / 
provider) 
level 
• Transition clinics and medical home programs.  
• Provider education: At least one of the self-advocacy interventions 
and at least one environmental modification intervention included 
components that trained providers on the health and communication 
needs of young adults with ID and ASD, respectively. 
• Healthcare environmental modifications, which seek to make the 
physical / sensory and social environments of healthcare practices 
more accessible to people with disabilities.  
Family / 
social level 
• Some self-advocacy interventions involved caregiver education and 
social learning contexts such as special education classes. 
• Most self-management interventions involved peer mentoring, 
caregiver education, and social learning contexts such as summer 
camps. 
Individual 
level 
• Self-advocacy interventions sought to improve individuals’ 
communication and health advocacy skills. 
• Self-management interventions sought to improve individuals’ 
health management skills and performance, and tended to 
incorporate individualized goal-setting. 
• Health IADL interventions are currently a gap in the healthcare 
transition literature, but would seek to improve individuals’ skills 
and performance on specific health management activities. 
• Participation interventions are currently a gap in the healthcare 
transition literature, but would seek to improve individuals’ 
participation in meaningful life activities (occupations). 
 
(2) Use Recommended Measures and Procedures in Research and Practice.  
Across all HCT intervention categories, the ability to draw conclusions on the 
effectiveness of interventions has been limited by heterogeneous treatment practices and 
inconsistent outcome measures, which are also not always psychometrically sound. 
Nearly all systematic reviews discussed in this synthesis called for increased 
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standardization of measures and practices in future research to address this problem. 
National organizations, especially Got Transition and the Health Care Transition 
Research Consortium, are continually updating their resources to provide clinicians and 
researchers with specific recommendations to facilitate greater standardization and 
implementation of best practices. Any healthcare transition provider should consult these 
bodies as a first step when considering designing a new research study or implementing 
healthcare transition procedures in the clinic.  
(3) Embed Interventions for the Development of Adult Competencies Within 
Natural Healthcare Transition Contexts   
Interventions that seek to promote change on outcomes related to the development 
of adult healthcare competencies, such as self-management interventions, self-advocacy 
interventions, and (the as-of-yet under-researched) health IADL performance 
interventions, theoretically help facilitate healthcare transitions. However, there appear to 
be few examples in which these skills were practiced within a transition clinic or medical 
home. Researchers and practitioners should consider having clients work on these adult 
healthcare skills during the transfer from pediatric to adult settings of care, thus providing 
a real world context for application of these skills. 
(4) Address Participation in Healthcare Transition Interventions 
As described in the previous section, healthcare transition theoretically promotes 
participation in other adult-oriented life situations beyond just healthcare. Furthermore, 
other life situations, such as social and community activities, independent living, jobs, 
and college, are likely more meaningful priorities for youth with disabilities compared to 
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their participation in healthcare. Explicitly connecting healthcare transition to the ability 
to participate in occupations may be more motivating to clients, and also facilitates a 
more client-centered and holistic perspective of the transition to adulthood. 
Individualized goal-setting and involvement of youth in the designs of interventions may 
present opportunities to explicitly link clients’ healthcare transition goals to implications 
for participation (or to link specific healthcare transition-related functional skills to 
broader participation goals).  
(5) Coordinate with an Interdisciplinary Team 
 Healthcare transition involves communication and coordination between many 
stakeholders within both pediatric and adult-based healthcare settings, and potentially 
school and community settings as well. Studies on transition programs concluded that a 
designated transition coordinator is beneficial to help manage these logistics (Chu et al., 
2015; Young et al., 2009). If resources are not available for a transition coordinator 
within one’s setting, then occupational therapists working with clients on healthcare 
transition must be prepared to coordinate between multiple relevant stakeholders.  
(6) Consider Funding Sources and Perceived Value to Payers 
 Given the high burden of care coordination and human resources involved in 
healthcare transition, these interventions may be expensive to administer. The lack of 
research supporting the effects of healthcare transition interventions on health costs and 
resource utilization makes their value uncertain from an economic perspective. Many of 
the existing transition clinics have been funded by short-term grants (Ferris et al, 2015). 
Got Transition and the Health Care Transition Research Consortium offer resources for 
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clinicians on billing insurance and funding for healthcare transition programs, and should 
be consulted by occupational therapy practitioners working in this area. A potential cost-
saving strategy is the use of existing technology-based interventions, such as the online 
modules and patient education materials referenced in self-management and transition 
program studies, to supplement one-on-one or group-based interventions. While several 
papers referenced contemporary youths’ engagement with technology and social media, 
there appears to be minimal evidence on the relative effectiveness of technology vs. in-
person-based healthcare transition interventions. 
With these implications in mind, the subsequent chapter will discuss the 
development of a continuing education program for occupational therapy practitioners on 
healthcare transition, in order to address the problem of inadequate transitions to adult 
healthcare settings and roles for youth with disabilities. The objectives of this program 
will be to help OTs: (1) learn about the problem of healthcare transition and the scope of 
evidence-based interventions addressing healthcare transition, (2) understand their 
potential role in addressing the problem, and (3) identify specific action steps to get 
involved in facilitating better healthcare transitions within their specific practice settings.
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Chapter 3: Description of Proposed Program 
Purpose 
The proposed program is a continuing education (CE) program for OT 
practitioners on the topic of healthcare transition for adolescents and young adults with 
disabilities. The problem that this program seeks to address is inadequate transitions into 
adult healthcare settings and roles for youth with disabilities. Per the conclusions 
presented in the previous sections, while there are many resources on this subject for 
clinicians working with this population, there are gaps between existing programs’ 
content and their successful implementation. Based on the literature reviews summarized 
in Chapter Two, the OT profession is under-represented in existing healthcare transition 
research and programming. OT has an opportunity to help optimize existing programs 
with its emphases on activity analysis, skill development, and task modifications in order 
to increase youths’ independence in health-related activity performance (Kardos & 
White, 2005).  
Objectives and Intended Outcomes 
The objectives of this CE program will be to help OTs: (1) learn about the 
problem of healthcare transition and the scope of existing evidence-based interventions 
addressing healthcare transition, (2) understand their potential role in addressing the 
problem and therefore feel empowered to effectively take on this problem in practice, and 
(3) identify specific action steps to get involved in facilitating better healthcare 
transitions within their specific practice settings. In accordance with these objectives, 
targeted outcomes of the program are: (1) an increase in learners’ healthcare transition 
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knowledge, (2) an increase in learners’ self-efficacy in meeting the needs of this 
population, and (3) in the long term, an increase in occupational therapy practitioners’ 
participation in healthcare transition activities. The evaluation plan in the next chapter 
will discuss a proposed approach to measure the effect of the continuing education 
program on these target outcomes. 
Methods of Delivery 
The program will be in the style of a “short course” in-person presentation at the 
2018 American Occupational Therapy Association (AOTA) National Conference. This is 
an appropriate method for delivery due to its reach, as this specific conference is the 
largest meeting for occupational therapy practitioners in the world (AOTA, 2018a). The 
“short course” ninety-minute format is an appropriate amount of time to present the 
planned content. The “short course” format is also expected to have acceptability and 
feasibility for the target audience: a survey of occupational therapy practitioners 
suggested that OTs perceive formal instructional continuing education programs that are 
less than one day in length as having a greater impact on the quality of their patient care 
and OT practice as compared to multi-day formal programs and informal continuing 
education activities (Andersen, 2001). The course will be delivered in the format of an 
interactive PowerPoint presentation. Handouts will be provided in paper format as well as 
in online format as a resource for both in-person attendees and practitioners who are 
interested in the content but were unable to attend. 
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Activities 
This short course will first introduce learners to the theoretical and evidence base 
underlying the healthcare transition process, including the explanatory model that was 
introduced in Chapter Two, Part 1. Next, the model will guide the presentation of a 
comprehensive summary of the literature on evidence-based healthcare transition 
interventions, as summarized above in Chapter Two, Part 2. Resources that OT 
practitioners may draw upon in everyday practice across hospital, school, and community 
settings will also be shared. To achieve the learning objectives, this short course will be 
interactive and reflective, including a visual presentation, personal goal-setting exercises, 
opportunities for hands-on exploration of online resources, and peer-to-peer and large 
group reflections on takeaways for daily professional practice. Table 3.1 below 
summarizes the proposed agenda for the 90-minute course. 
Table 3.1  
Proposed agenda for the continuing education course 
Agenda Time Content 
Introduction 10 min • Review course objectives and targeted outcomes 
• Introduce course agenda and planned activities 
• Set expectations to encourage active participation from 
learners 
• Individual goal-setting activity 
Understanding 
Healthcare 
Transition 
10 min • Describe the relevant client population size and 
characteristics 
• Discuss the historical context of HCT including relevant 
policies and trends 
• Describe the importance of HCT as it relates to health 
and participation 
Theoretical and 
Evidence Base  
15 min • Introduce the explanatory socio-ecological model of 
HCT and how it will be used as a guiding framework for 
analyzing the HCT process and interventions 
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• Describe HCT outcomes and supporting literature 
o Integration into adult health services 
o Development of related HCT functional 
competencies 
o Participation in meaningful life activities 
(occupations) 
• Describe HCT influencing factors and supporting 
literature 
o Individual domain 
o Family and social supports domain 
o Healthcare system domain 
o Societal  / environment domain 
Evidence-based 
Interventions 
15 min • Summarize evidence on interventions to improve 
integration into adult care settings 
o Transition clinics 
o Medical homes 
o Healthcare environmental modifications 
• Summarize evidence on interventions to improve 
development of HCT functional competencies 
o Self-management 
o Health self-advocacy 
o Health management IADL performance 
• Summarize evidence and gaps on interventions to 
improve participation 
Implications and 
Resources for 
Practice 
20 min • Summarize implications from the literature review on 
OT practice 
o Target multiple levels of influencing factors 
o Use recommended measures and procedures in 
research and practice 
o Embed interventions for the development of 
adult health competencies within natural HCT 
contexts 
o Address participation in HCT interventions 
o Coordinate with an interdisciplinary team 
o Consider funding sources and perceived value to 
payers 
• Review useful HCT websites, articles, and professional 
organizations for OT practitioners to refer to in everyday 
practice 
o Got Transition 
o Health Care Transition Research Consortium 
• Peer-to-peer small group learning activity: Hands-on 
exploration of online resources and identification of at 
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least three specific resources to carryover into daily 
practice 
Discussion and 
Conclusions 
20 min • Large group learning activity: Guided discussion on 
takeaways for OT practice 
• Personalized goal-setting activity for individual 
participants 
• Questions and conclusions 
• Outcomes survey administration 
 
Personnel 
 The author of this program will be the presenter at AOTA National Conference. 
Course participants will take on the role of active learners, and therefore supplement the 
presenters’ material during the course with their own feedback and ideas. 
Intended Recipients 
Recipients will be OT practitioners who choose to attend this short course at 
AOTA National Conference. The targeted audience for the short course is OT 
practitioners with experience working with transition-age youth with disabilities across 
practice settings, who therefore have a baseline understanding of general trends and 
issues in this population. 
Theoretical and Evidence Base 
The course content will be carefully theory-driven and evidence based. As 
described in Chapter Two, a socio-ecological explanatory model will be presented to 
learners as an approach for analyzing the healthcare transition process, and will be used 
as a framework to organize all of the course content. All course content describing the 
problem of healthcare transition and healthcare transition interventions will include 
summaries of the most recent interdisciplinary research findings. 
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The design of the continuing education program itself will be guided by adult 
learning theory. Malcolm Knowles’s adult learning theory conceptualizes learning as an 
internal process that is informed by the individual’s life experiences and guided by their 
personal needs and goals (Knowles, 1988; Merriam & Biereman, 2014). The adult learner 
actively shapes his or her learning experience; however, the teacher’s methods and the 
learning environment that the teacher cultivates may moderate the quality of this 
experience (Knowles, 1988; Merriam & Biereman, 2014). Adult learning theory is an 
appropriate theory to inform the design of this educational module on healthcare 
transition, as the characteristics of the proposed audience are well-aligned with Knowles’ 
assumption about adult learners (Table 3.2).  
Table 3.2 
Summary of the assumptions of adult learning theory 
Adult learning theory’s assumptions 
about adult learners 
Application to HCT educational program 
participants 
(1) Concept 
of the learner 
Learner’s self-concept 
moves from a dependent 
personality to a self-
directed human being. 
Participants will be practicing OTs who elect 
to participate in the class, and are thus self-
directed in their decision to engage in this 
learning. As this course will be based on the 
U.S. healthcare system, participants are likely 
to share Knowles’s Western educational 
value of openness to self-directed learning. 
(2) Role of 
learner’s 
experience 
Learner’s growing 
accumulation of 
experience becomes an 
increasingly rich resource 
for learning. 
As participants will be practicing OTs from a 
variety of practice settings, they will bring 
diverse experiences from professional 
practice to this course and will be encouraged 
to reflect upon these experiences.  
(3) 
Readiness to 
learn 
Learner’s readiness to 
learn becomes 
increasingly oriented 
towards the 
developmental tasks of 
The targeted audience will be OTs who have 
the roles and responsibilities of working with 
transition-age youth (across different practice 
contexts). Thus, participants will not be 
entry-level and will come to the course with 
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their social roles. baseline knowledge about this population, 
ready to learn more about a specialized topic.  
(4) 
Orientation 
to learning 
Learner’s time perspective 
shifts from postponed to 
immediate application of 
knowledge, and hence, 
from subject-centered to 
problem-centered 
learning. 
As this is a continuing education course, 
participants will be seeking to immediately 
apply this knowledge to their professional 
practice. 
(5) 
Motivation 
to learn 
Learners are driven by 
internal, rather than 
external, motivators. 
As this is a continuing education course, it is 
likely that participants will have both external 
(e.g. potential for career gains with increase 
in specialized knowledge) and internal (e.g. 
intellectual curiosity, drive to develop their 
practice skills) motivators to learn. 
(6) The need 
to know 
Learners need to know the 
reason for learning 
something. 
Participants will likely sign up for this class if 
they already have some awareness from their 
experiences with transition-age youth that 
HCT is an important problem area. 
 (Knowles, 1988, p. 44-45; Merriam & Biereman, 2014, p. 47) 
 Knowles outlines that the goals of adult learning are to solve problems, attain 
personal fulfillment, and achieve greater competency in life roles (Knowles, 1988; 
Merriam & Biereman, 2014). Applying Knowles’s recommended “conditions of 
learning” and “principles of teaching” (Knowles, 1988, p. 57) to specific details of the 
healthcare transition course design will facilitate attainment of the adult learning change 
process: motivation to learn, self-directed learning, and application of knowledge to 
relevant life situations (Table 3.3).  
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Table 3.3 
Predictions of how adult learning theory propositions will lead to change in participants 
Selected propositions from adult 
learning theory 
How this mechanism of action can be 
implemented in the doctoral project 
If… Then… 
If adult learners self-
diagnose their 
learning needs and 
mutually agree upon 
learning objectives 
with the teacher 
Then their 
motivation to 
learn will 
increase 
Although the instructor/course designer will 
determine the broad learning objectives, learners will 
be prompted through an exercise or worksheet to 
facilitate self-diagnoses of their individualized needs, 
and set individualized learning goals. 
If learning 
experiences are 
aligned with the 
learner’s 
developmental tasks 
Then their 
motivation to 
learn will 
increase 
The target audience for the course will be explicitly 
defined as practicing OTs who are working with 
transition-age youth. Thus, the content that learners 
will engage in will be aligned with their professional 
roles and responsibilities. 
If learners understand 
why the content is 
important to learn 
Then their 
motivation to 
learn will 
increase 
Participants will likely sign up for this class if they 
already have some awareness from their experiences 
with transition-age youth that HCT is an important 
problem area. Throughout the course, the rationale 
for each learning topic will be emphasized to 
facilitate learners’ understanding of why it is 
important to learn. 
If the physical 
environment is 
comfortable and 
adult-oriented, and 
the social 
environment is 
mutually trusting and 
respectful 
Then self-
directed 
learning will 
increase 
Allocating time for discussions amongst participants 
is ideal, so that experiences and ideas can be 
exchanged. Keeping the look and feel of the course 
materials professional will be important, as will be an 
explicit framing of course objectives and 
expectations. 
If learners’ life 
experiences are 
valued 
Then self-
directed 
learning will 
increase 
Course activities will encourage learners to share 
their professional experiences with one another and 
reflect on how their previous experiences can inform 
their new learning. 
If experiential 
teaching methods are 
utilized 
Then self-
directed 
learning will 
increase 
Specific experiential methods will include specific 
case examples of HCT initiatives in different practice 
settings, discussion questions to facilitate dialogue 
about anticipated challenges and opportunities in 
each learner’s practice settings, and exercises that 
will give learners an opportunity to explore resources 
that are introduced in the course. 
If practical 
application of content 
Then 
application of 
A major objective of the course will be for learners to 
identify specific action steps to get involved in 
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is emphasized learning will 
increase 
facilitating better HCTs within their specific practice 
settings. This will encourage generalization of the 
knowledge obtained through the course to their 
professional practice. 
If the course content 
starts with the 
learner’s problems 
Then 
application of 
learning will 
increase 
As Knowles himself described, it will be useful to 
open the course with a reflection for learners on 
“What do I wish to get out of this class?” (Knowles, 
1984). The instructor will encourage participants to 
refer back to this list of goals throughout the course 
to ensure their learning needs are being met. 
If learners are 
involved in 
developing self-
evaluation criteria 
and methods 
Then 
application of 
learning will 
occur 
At the beginning of the course, learners will be asked 
to list their specific learning goals and how they 
would define success for these goals. As the course 
progresses, they will be asked to identify specific 
action steps for application of knowledge. Thus, 
learners can evaluate their own progress in the 
course. Knowles asserts that tests and grades are in 
conflict with the values of adult learning theory. 
 
Since Malcolm Knowles first articulated adult learning theory in 1970, thousands 
of works have been published reflecting on its applications and critiquing its propositions 
(Rachal, 2002). A common theme across these writings has been a call for empirical 
research to substantiate the assumptions about adult learners and optimal adult teaching 
and learning conditions that Knowles posited. John R. Rachal, a former student of 
Knowles’s and a professor of adult education, authored a review of the research on adult 
learning theory in 2002. In this paper, he lamented that despite these appeals for more 
research by adult learning theory scholars, little had actually been produced (Rachal, 
2002). A cited reference search of Rachal’s review paper reveals that unfortunately little 
has changed in the fifteen years since its publication. A major limitation of adult learning 
theory continues to be its lack of supporting evidence (Merriam & Biereman, 2014).  
 Rachal’s review paper included eighteen studies, which were highly customized 
and heterogeneous in their designs and outcomes (2002). Many of them compared 
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learning outcomes in an academic course between a group that was taught with 
pedagogical methods, such as lecture-based lessons, and a group that was taught with 
andragogical methods, such as student-led discussion groups (Rachal, 2002). Among the 
18 studies, results were mixed, and the variance in study designs makes it challenging to 
compare results and aggregate conclusions (Rachal, 2002). These studies had many 
limitations, including mixed samples of both adult and non-adult learners, and procedures 
that were incongruent with adult learning theory despite their claims otherwise. For 
example, many studies involved classes in which the learning objectives were controlled 
by the instructors, and in which the primary outcome of student performance was 
measured by pen-and-paper examinations, characteristics which conflict with adult 
learning theory’s principles (Rachal, 2002).  
 Despite its uncertain evidence base, adult learning theory has been popularly 
applied in the field of professional education (Merriam & Biereman, 2014), and this 
ubiquity supports its utility as a framework for designing a continuing education program 
for OT practitioners. Indeed, per the survey of occupational therapy practitioners 
referenced above, evidence supports that a “short course” format that is formal yet less 
than one day in length may work particularly well for this target audience (Andersen, 
2001). 
Potential Implementation Challenges and Proposed Strategies 
In order to increased the likelihood that the desired outcomes of the program are 
attained, it will be important to anticipate potential implementation challenges in 
advance, and to proactively develop strategies to address them. Table 3.4 below 
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summarizes these potential barriers and proposed solutions. 
Table 3.4. 
Potential implementation challenges and proposed strategies 
Potential barrier Rationale Proposed solution 
Access to 
information  
Participation in the course will 
be limited to those who are able 
to attend the course at AOTA 
conference, which is likely a 
small and unrepresentative 
subset of the population of OTs 
who could benefit from this 
course. 
Electronic versions of the 
presentation and handouts will be 
made available through the AOTA 
conference website / mobile 
application.  
Credibility of 
presenter 
The author of this program does 
not have consistent professional 
experience working with 
transition age youth. Most of 
the target audience members 
will likely have more 
experience with this population 
than the instructor. This may 
affect the meaningfulness and 
credibility of the course. 
Following adult learning theory, a 
self-directed learning approach will 
be encouraged and the professional 
experiences of learners will be 
valued. This philosophy will be 
encouraged through course 
activities that prompt learners to 
reflect on their personal practice 
and goals, and to share their 
experiences and ideas with the 
teacher and fellow learners. 
Knowledge to 
action gap 
The intermediate and long-term 
goals of this program are to 
increase OT participation in 
HCT activities, and to therefore 
improve healthcare transitions 
for youth with disabilities. 
There may be a gap between 
the knowledge learners acquire 
through this course and their 
application of learning into 
their professional practice. 
Course activities will be problem-
based and emphasize application of 
content for professional practice. 
For example, learners will engage 
in a goal-setting activity in which 
they will set personalized goals for 
their post-course participation in 
HCT activities.  
Different practice 
settings 
Participants will likely be from 
a variety of practice settings, 
including hospitals, outpatient 
clinics, schools, and community 
settings. If the content is too 
setting-agnostic, learners may 
struggle to understand 
A balance will be struck in the 
course content. Much of the 
information about the problem of 
HCT and even some of the 
interventions are not specific to 
any one setting. Through examples, 
the instructor can illustrate how 
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applications for their specific 
roles. If the content is too 
setting-specific, learners from 
different settings may be less 
engaged. 
this information may translate to 
specific practice settings. At least 
one example should be included 
for hospitals, outpatient clinics, 
schools, and community settings.  
Limited learner 
participation 
Learners may not actively 
participate in the course. This 
could be for any number of 
reasons, including fatigue, 
disinterest, anxiety, or 
distractions  
Expectations for participation will 
be encouraged from the outset of 
the program. Through her affect 
and through engaging methods, the 
instructor must facilitate a learning 
environment that is comfortable 
and respectful. Specific planned 
activities such as small group 
discussions and question-and-
answer sessions will further 
encourage learner participation. 
Actual Program Details 
Please refer to the Appendix for details on the actual course presentation and 
activities that took place at the AOTA Annual Conference in April 2018.
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Chapter 4: Evaluation Plan 
Vision, Goals, and Intended Users 
This project seeks to address the problem of inadequate transitions into adult 
healthcare settings and roles for youth with disabilities. A continuing education program 
will equip OT practitioners with knowledge and resources on healthcare transition, thus 
enabling OTs to become more involved in these initiatives in order to facilitate more 
successful transitions. The program will be in the format of a “short course” presentation 
at the 2018 AOTA Annual Conference. 
The objectives of this CE program will be to help OTs: (1) learn about the 
problem of healthcare transition and the scope of existing evidence-based interventions 
addressing healthcare transition, (2) understand their potential role in addressing the 
problem and therefore feel empowered to effectively take on this problem in practice, and 
(3) identify specific action steps to get involved in facilitating better healthcare 
transitions within their specific practice settings. In accordance with these objectives, 
targeted outcomes of the program are: (1) an increase in learners’ healthcare transition 
knowledge, (2) an increase in learners’ self-efficacy in meeting the needs of this 
population, and (3) in the long term, an increase in occupational therapy practitioners’ 
participation in healthcare transition activities. This evaluation plan will discuss a 
proposed approach to measure the effect of the continuing education program on these 
targeted outcomes. The logic model in Figure 4.1 provides a visual illustration of how the 
proposed program inputs, resources, and theory link to proposed program activities, 
outputs, and outcomes.
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  It will be critical to incorporate a formative program evaluation plan as part of the 
CE course development process. Formative evaluation results will inform if the program 
delivery results in the targeted outcomes of improved learner knowledge, learner self-
efficacy, and learner participation in healthcare transition practice activities. Thus, 
formative evaluation results will inform potential changes to future iterations of the 
course, and next steps for working towards the broader goal of improving healthcare 
transition for youth with disabilities. Intended audience members will include participants 
in the course, other OT practitioners who work with transition-age youth with disabilities 
in various settings, including their employers who may be interested in CE opportunities 
for their employees, and AOTA and/or state OT professional organization administrators 
and special interest section chairpersons who influence decisions on conference and CE 
content. 
Overview of Evaluability Assessment Plan 
The proposed evaluability assessment will use a committee of stakeholders to 
explore the objectives and usefulness of program evaluation, in order to set expectations 
for the evaluation needs and scope (Wholey, 2015). The proposed evaluability 
assessment should involve stakeholders from AOTA, including those who make 
decisions on approved providers of continuing education (AOTA, 2017), those who make 
decisions about conference content, as well as the Professional Development Coordinator 
of Education/Research for the AOTA Developmental Disabilities and Children and 
Youth Special Interest Sections (SIS) (AOTA, 2018d). It will also be important to 
involve OT practitioners who work with transition-age youth with disabilities, 
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particularly those who are department managers and therefore make decisions about CE 
opportunities for employees. Given the nature of my course’s content, the course will 
target practitioners who work across various settings, including hospitals and school 
systems. 
Data on the size of the program’s target audience will help stakeholders assess the 
scope of the evaluation. By reviewing data on AOTA conference attendees, AOTA SIS 
membership, and OT workforce survey data, I could estimate the number of OT 
practitioners who work with transition-age youth with disabilities and could therefore 
benefit from my course materials. Reviewing findings from the literature review that I 
have completed through my doctoral project / program development will support why 
healthcare transition is an important subject, and why it is necessary for OT practitioners 
to become more involved in the interdisciplinary program and policy development that 
has been taking place in this area. To further determine evaluation needs, I will ask each 
stakeholder to describe how he or she would describe “success” for this program. The 
answers will likely vary based on the stakeholder. For example, AOTA may define 
success based on number of attendees, whereas OT practitioners and employers may 
define success based on knowledge and skill-based outcomes. Understanding each 
person’s perspectives on what they hope to achieve is the ideal starting point for a 
negotiation. The group should collaboratively set evaluation goals and objectives so that 
all stakeholders’ needs are acknowledged. 
Core Purpose of the Evaluation 
The evaluation will primarily be causative, as it seeks to establish a connection 
		
54 
between the program activities and its outcomes. As detailed in the “evaluation 
questions” section below, the target outcomes will be closely tied to the course 
objectives. The evaluation will also have a descriptive component, as it will also collect 
data on learner characteristics, such as practice setting, role / professional title, and level 
of experience. 
Scope of the Evaluation 
 The evaluation will take place over a four-month period. Baseline (“pre”-) data 
will be collected at the beginning of the course, and outcomes (“post”-) data will be 
collected immediately following the course. Follow-up data and qualitative interviews 
will take place after a three-month interim period, and approximately one month will be 
used to analyze data and summarize conclusions. 
 The evaluation will take place in the virtual context, via an online survey and 
telephone calls. The number of participants will be based on the number of course 
participants, but the goal will be an n-size of at least fifty surveys and five qualitative 
interviews. Inclusion criteria will be OT practitioners in the United States, including 
AOTA members and employers. Exclusion criteria will be individuals who did not 
participate in the course. 
Evaluation Questions 
Following an objective-based model of program evaluation, the information I will 
gather will link back to my course objectives, which were described in the “vision” 
section above. Information will be gathered to answer the following causative questions: 
(1) Did course participants increase knowledge of the problem of healthcare transition, 
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including evidence-based interventions and resources? (2) Did course participants 
increase their self-efficacy in their ability to play a role in addressing this problem in 
practice? (3) Did course participants increase their participation in healthcare transition 
practice activities? To measure potential confounding factors and to better understand if 
the intended target audience was realized, descriptive data would also be captured on 
learner characteristics, such as demographic information, practice setting, years of 
experience, number of previous CE courses, AOTA membership, education level, 
practice sub-specialty, employer sponsorship, and others that should be brainstormed in 
advance with my stakeholder committee. 
Research Design and Methods 
A mixed methods approach will be utilized, so that qualitative information can 
cross-validate and contextualize findings from the quantitative data, and vice-versa. The 
quantitative research design will be similar to a quasi-experimental fixed-effects design 
(Henry, 2015). It will consist of an emailed survey with a pre- and post- intervention 
repeated measures approach, such that the participants act as their own controls (Watson, 
Ito, Smith, & Anderson, 2010). The qualitative research design will consist of open-
ended questions within the survey, as well as follow-up semi-structured phone interviews 
with a subset of participants.  
Planned Approach to Data Gathering 
Repeated measures of quantitative survey outcomes data will be obtained at three 
time points: immediately prior to the course, immediately after, and at three-month 
follow-up. As participants will have had to register for the course online, the survey will 
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be sent via email. Time will be allocated at the beginning and end of the course for 
learners to log into their email and complete the initial pre and post surveys, in order to 
maximize participation and obtain outcomes data in real time. As part of the survey, 
participants will have the opportunity to optionally provide contact information and 
indicate their consent to participate in a follow-up qualitative interview. The evaluator 
will intentionally select this subset of individuals based on demographic information 
provided in the surveys, such as practice setting and role. This intentional method of 
sampling will clearly bias the qualitative results. However, as long as the methods are 
transparently reported, then this bias is acceptable to the evaluator, because the intention 
of the qualitative follow-up interviews is as a supplement to the survey. The interviews 
will hone in on targeted stakeholders of interest (the criteria for whom will be determined 
as the course develops and quantitative survey responses are analyzed), and will aim to 
gather more information to contextualize specific survey findings. 
As further supplemental information, trained observer ratings will be utilized to 
measure learner participation and engagement in the course. This data will be measured 
using a checklist of criteria, such as percentage of attendees who asked or answered 
questions, presence of body language indicators of engagement, and quality of responses 
using objective rating criteria.  
Data Management Plan, Data Analysis, and Reporting 
Categorical data will be collected on participant characteristics through multiple-
choice questions related to descriptive information, such as demographics and practice 
setting, as well as “yes/no” checklist data for the trained observer ratings on participation 
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and engagement. Ordinal data will be collected for the key outcomes of knowledge and 
self-efficacy, using 7-point Likert scales. Ordinal data on healthcare transition 
participation goal attainment will be collected using a modified version of the 5-pont 
Goal Attainment Scale, essentially a 5-point Likert scale from -2 to +2 in which 
participants self-report the extent to which they achieved their expected goal outcome 
(Turner-Stokes, 2009). Open-ended questions will prompt participants to provide specific 
examples to illustrate their personal outcomes, and to enter their personalized goals. 
Quantitative data will be collected and stored in survey software such as Qualtrics, and 
analyzed in Microsoft Excel or SPSS. Qualitative data will be collected in a text-editing 
program such as Microsoft Word then organized, categorized, and coded for themes 
using Microsoft Excel.  
The program designer will be the primary person who collects, analyzes, and 
summarizes the data in a report. The report will be a succinct PowerPoint presentation, 
which will include visual charts and graphs of results, an executive summary of findings, 
and recommendations for next steps. The report will be shared via email and discussed 
over a web conference platform with key stakeholders. 
Actual Program Evaluation Details 
Please see the Appendix for details on the actual program evaluation methodology 
and results from the course presentation at the AOTA Annual Conference in April 2018. 
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Chapter 5: Funding Plan 
Project Description 
The proposed program is a continuing education (CE) program for OT 
practitioners on the topic of healthcare transition (HCT) for adolescents and young adults 
with disabilities. The problem that this program seeks to address is inadequate transitions 
into adult healthcare settings and roles for youth with disabilities. While there are many 
resources on this subject for clinicians working with this population, there are gaps 
between existing programs’ content and their successful implementation. In addition, the 
OT profession is under-represented in existing healthcare transition (HCT) research and 
programming. OT has an opportunity to help optimize existing programs with its 
emphases on activity analysis, skill development, and task modifications in order to 
increase youths’ independence in health-related activity performance (Kardos & White, 
2005). The program will be in the style of a “short course” in-person presentation at the 
2018 annual American Occupational Therapy Association (AOTA) conference. The 
course will be delivered in the format of an interactive PowerPoint presentation. 
Handouts will be provided in paper format as well as in a virtual format as a resource for 
both in-person attendees and practitioners who are interested in the content but were 
unable to attend.  
Available Local Resources 
 This program was developed as part of the post-professional occupational therapy 
doctorate (OTD) program at Boston University. The university program’s central 
doctoral project and its related course-specific assignments provided structure and the 
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time for development of this course, especially the theoretical framework and evidence 
base supporting the program. Doctoral project advisors, course professors, and peers 
within the OTD program acted as in-kind consultants, providing critical feedback to help 
optimize the course content and activities. The university context also provided resources 
such as a free subscription to Qualtrics survey software to be used for the program 
evaluation.  
 The American Occupational Therapy Association (AOTA) offers an annual 
national conference. As the largest gathering of occupational therapy practitioners in the 
United States, with the explicit purpose of fostering professional development, this event 
offers both a meaningful and convenient forum for the proposed CE program. As the CE 
program has been accepted as an AOTA national conference short course, several items 
related to the presentation will be covered by AOTA, including the meeting space and 
some equipment such as a microphone and projector.  
Needed Resources: Budget 
 The scope of this program is the development of a short course at the 2018 annual 
American Occupational Therapy Association conference. Therefore, only a one-year 
budget is indicated. Table 5.1 summarizes the proposed budget items, expenses, and 
justifications for each cost estimate. 
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Table 5.1 
Proposed program budget 
Budget Item Expense Justification 
Personnel   
Course 
development  
$15,000.00 
($0 actual) 
Assuming a rate of $30/hour for 500 hours of an 
occupational therapist’s time to execute the background 
literature searches, synthesize content, develop 
presentation and handout materials, and rehearse the 
presentation.  
By completing this project as part of the post-
professional OTD program, actual expenses are $0 
(outside of program tuition).  
Course 
instruction 
$45.00 
($0 actual) 
Assuming a rate of $30/hour for 1.5 hour length of the 
short course presentation. 
By completing this project as part of the post-
professional OTD program, actual expenses are $0 
(outside of program tuition). 
Course 
debriefing 
$90.00 
($0 actual) 
Assuming a rate of $30/hour for 3 hours of time to 
analyze and summarize course evaluation data and 
synthesize conclusions.  
By completing this project as part of the post-
professional OTD program, actual expenses are $0 
(outside of program tuition). 
Consultants   
Advisors $5,000 ($0 actual) 
Assuming a rate of $100/hour for 50 hours of expert 
advisors’ (e.g. BU professor doctoral project advisor, 
interdisciplinary healthcare transition experts) time. By 
completing this project as part of the post-professional 
OTD program, actual expenses are $0 
Equipment   
Computer $1,299.00 ($0 actual) 
Laptop for completing supporting literature review and 
developing course materials.  
I already own a laptop, therefore actual expenses are $0. 
(Apple, 2018) 
Projector $289.00 ($0 actual) 
Cost of a projector with HDMI for laptop compatibility 
(Amazon, 2018b). AOTA provides a projector for all 
presenters; therefore actual expense is $0 (AOTA, 
2018i).  
Microphone 
$99.95 
($0 actual) 
 
Cost of a wireless microphone (Amazon, 2018a). AOTA 
provides a wireless microphone for all presenters; 
therefore actual expense is $0 (AOTA, 2018i). 
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Supplies   
Presentation 
software 
$69.99 
($0 actual) 
Cost of Office 365 software, which include Microsoft 
PowerPoint for developing the course presentation and 
Microsoft Word for developing the course handouts 
(Microsoft, 2018). 
I already own this software, therefore actual expenses are 
$0. 
Survey hosting 
platform $0 
As this program was developed as a doctoral project for 
the BU OTD program, a free version of Qualtrics for BU 
community members will be used (BU, 2018b). Other 
free survey platforms, such as a free trial version of 
Qualtrics, Google Forms, or SurveyMonkey, could 
alternatively be used to collect course evaluation data. 
Database 
software 
See 
presentation 
software 
above 
Microsoft Excel will be used for storing and analyzing 
the course evaluation data. This software will be included 
in the Office 365 suite budget item, which is described 
above.  
Materials   
Printing $32.00 
Assuming 2 double-sided handouts are provided for 
course participants, at a unit price of $0.16 per double-
sided sheet (Staples, 2018). 
Travel   
Flight $532.11 
Airfare plus taxes and carrier-imposed fees for a round-
trip flight from Boston, MA to Salt Lake City, UT.  
(American Airlines, 2018) 
Hotel 
$572.80 
($286.40 
actual) 
Three-night stay at a hotel in Salt Lake City, UT, at the 
AOTA conference preferred hotel rate, plus taxes 
(AOTA, 2018e). 
By arranging for a roommate, this item can be divided by 
two for actual expenses.  
Food $200.00 Assuming a budget of $50 per day, for four days at the conference. 
Other   
Conference 
registration $299.00 
Early registration rate for OT students, for full 
conference (AOTA, 2018h). 
Room rental $0.00 Included in conference registration (AOTA, 2018i). 
Dissemination 
activities 
$2,048.00 
($623.00 
actual) 
Note: Please see Table 6.2 in Chapter 6 for details on the 
planned expenses for dissemination activities. 
TOTAL 
$25,576.85 
(Actual expenses: $1,972.51)  
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Potential Funding Sources 
 As summarized previously, given the in-kind resources provided through Boston 
University and AOTA, the actual expenses for creating and delivering the continuing 
education program total approximately $1,973. AOTA has discontinued their practice of 
offering a discount on conference admission to presenters, and does not appear to offer 
any grants or scholarships for aspiring conference attendees. Boston University’s 
Department of Occupational Therapy does not offer travel grants to graduate students for 
presenting at academic conferences. Therefore, I will need to seek support from outside 
sources to fund the $1,973 required to deliver this program. Table 5.2 summarizes 
potential funding sources and their requirements.  
Table 5.2 
Proposed funding sources 
Funding Source Requirements 
Personal capital 
(Variable amount) 
The opportunity to present at a national conference will be a 
meaningful experience that will support this author’s 
professional growth as an occupational therapist. Furthermore, 
the costs associated with attending the AOTA national 
conference to deliver this CE program will also cover 
attendance at other presentations offered throughout the 
conference duration. Attending other presentations at the 
conference will allow this author to gain new knowledge on 
evidence-based practice, to network with other OTs, and to 
earn CE credits towards renewal of her certification as a 
registered occupational therapist. Therefore, using my personal 
savings to fund this program may be worthwhile. 
 
Local Community: 
Employer sponsorship 
(Variable amount) 
By presenting at a national AOTA conference, I have the 
opportunity to indirectly represent my local employer. I also 
have the opportunity to attend other presentations at the 
conference that are germane to my employer’s area of practice 
and would enable me to share relevant knowledge with my 
colleagues who were unable to attend. These benefits may 
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incentivize my employer to help cover part of the costs.  
University: 
Graduate Women in 
Science and 
Engineering (GWISE) 
Professional 
Development Grant 
(Up to $200) 
This program provides funding for Boston University women 
graduate students to attend professional development activities 
including professional conferences. The AOTA conference 
would fall under the scope of this program. To qualify, 
applicants must attend at least two GWISE events in a calendar 
year (Boston University, 2018a). 
National: 
Psi Chi International 
Honor Society in 
Psychology 
Unrestricted Travel 
Grants 
(Up to $1,500) 
This program aids the cost and travel expenses of Psi Chi 
members to present papers at psychology or psychology-
related conventions (Psi Chi, 2018). This author is a member of 
Psi Chi from undergraduate studies, and the AOTA National 
Conference may be considered a psychology-related 
convention, as the topic of healthcare transition and the broader 
field of occupational therapy are relevant to both physical and 
mental health outcomes. 
 
Conclusion 
 By using the context of the BU post-professional OTD program for the 
development of the continuing education program and the 2018 annual American 
Occupational Therapy Association conference as a the forum for delivering the program 
to occupational therapy practitioners, many of the program’s estimated expenses will 
inherently be covered. The remaining costs are related to printing the handouts and 
arranging for travel and attendance at the conference. Through a combination of personal 
capital, potential employer contributions, and potential grants, the estimated $1,973 for 
the program will be funded. 
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Chapter 6: Dissemination Plan 
Description of Proposed Program 
The proposed program is a continuing education (CE) program for OT 
practitioners on the topic of healthcare transition for adolescents and young adults with 
disabilities. The problem that this program seeks to address is inadequate transitions into 
adult healthcare settings and roles for youth with disabilities. While there are many 
resources on this subject for clinicians working with this population, there are gaps 
between existing programs’ content and their successful implementation. In addition, the 
OT profession is under-represented in existing healthcare transition research and 
programming. OT has an opportunity to help optimize existing programs with its 
emphases on activity analysis, skill development, and task modifications in order to 
increase youths’ independence in health-related activity performance (Kardos & White, 
2005). The objectives of this CE program will be to help OTs: (1) learn about the 
problem of healthcare transition and the scope of existing policies and evidence-based 
interventions addressing healthcare transition, (2) understand their potential role in 
addressing the problem and therefore feel empowered to effectively take on this problem 
in practice, and (3) identify specific action steps to get involved in facilitating better 
healthcare transition within their specific practice settings. The program will be in the 
style of a “short course” in-person presentation at the 2018 annual American 
Occupational Therapy Association (AOTA) conference, entitled, Facilitating Transitions 
to Adult Healthcare for Youth with Disabilities: Resources for Occupational Therapy 
Practitioners. The course will be delivered in the format of an interactive PowerPoint 
		
65 
presentation. Handouts will be provided in paper format as well as in a virtual format as a 
resource for both in-person attendees and practitioners who are interested in the content 
but were unable to attend.  
Dissemination Goals 
 This dissemination plan assumes that the program has been completed, and that 
the evaluation demonstrated positive results for course participants on the targeted 
outcomes described above.  
• Long-term goal: Dissemination of program results to primary and secondary 
audiences will lead to an increase in occupational therapy practitioners’ participation 
in healthcare transition activities with adolescents and young adults with disabilities.  
• Short-term goal: Dissemination of program results to the primary audience of 
occupational therapy practitioners will lead to an increase in their use of evidence-
based healthcare transition resources in daily practice.  
• Short-term goal: Dissemination of program results to the secondary audience of 
interdisciplinary healthcare transition organizations will lead to increased 
occupational therapy engagement, resulting in an increase in inclusion of 
participation-based outcomes in their respective healthcare transition programming. 
Target Audience 
 The program itself targeted occupational therapy practitioners attending the 
course at annual AOTA conference. This is a narrow and self-selected group of 
individuals who had the resources to attend the conference. Therefore, the primary 
audience for the dissemination plan is the broader population of occupational therapy 
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practitioners in the United States who work with adolescents and young adults with 
disabilities. 
 The secondary audience is interdisciplinary groups of providers who are involved 
in healthcare transition programming. For example, the Healthcare Transition Research 
Consortium is an international organization of interdisciplinary health providers and 
researchers (as well as adolescents and young adults with chronic conditions and their 
caregivers), who seek to “advance an evidence-based research agenda on health care 
transition and self-management” (HCTRC, 2018, para. 1). A more locally scaled example 
is the Weitzman Family BRIDGEs Adult Transition Program, which is a partnership 
between Boston Children’s Hospital and Brigham and Women’s Hospital in Boston, 
Massachusetts (F. O’Hare, personal communication, October 7, 2015).  
Key Messages 
For the primary audience of U.S. OT practitioners working with adolescents and 
young adults with disabilities: 
• Attendees at Facilitating Transitions to Adult Healthcare for Youth with 
Disabilities: Resources for Occupational Therapy Practitioners reported an 
increase in their knowledge of evidence-based healthcare transition interventions, 
and feel more empowered to address this issue in their daily practice. 
• OT practitioners can stay updated on best practices in healthcare transition 
assessment and intervention through the many available resources summarized in 
the course handouts. 
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• OT practitioners can improve quality of life for youth with disabilities by linking 
healthcare transition to participation in other meaningful life activities 
(occupations) such as employment, education, independent living, and social 
participation.  
For the secondary audience of interdisciplinary healthcare transition organizations:  
• A review of healthcare transition literature suggests that there are opportunities to 
more explicitly link healthcare transition to participation in other meaningful life 
activities (occupations) such as employment, education, independent living, and 
social participation, thereby improving quality of life. 
Sources / Messengers 
For the Primary Audience of U.S. OT Practitioners Working with Adolescents and 
Young Adults with Disabilities: 
AOTA Special Interest Sections’ Professional Development Coordinators  
 The American Occupational Therapy Association (AOTA) is the primary 
professional organization for occupational therapy practitioners in the United States, and 
will be the host of the national conference where the CE program will be presented. 
AOTA’s Special Interest Sections (SISs) connect OT practitioners working in specific 
specialty areas of practice to new knowledge and networking opportunities. Two relevant 
AOTA SISs whose members will likely be most interested in the program content are the 
Developmental Disabilities SIS and the Children and Youth SIS. Both the Developmental 
Disabilities and Children and Youth SISs have designated Professional Development 
Coordinators, whose names and contact information are available on the AOTA website 
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(AOTA 2018c; 2018d). These Professional Development Coordinators are responsible 
for disseminating information to members through various forums, including online 
message boards and a quarterly publication.  
For the Secondary Audience of Interdisciplinary Healthcare Transition 
Organizations: 
Administration team of the Healthcare Transition Research Consortium  
 As described previously, this is a credible organization both internationally and 
nationally for disseminating information on healthcare transition to providers, 
researchers, youth, and families. This organization publishes in interdisciplinary journals, 
hosts conferences, and disseminates information to members through a website and active 
email listserv. Contact information for their administrative team is located on their 
website and in email correspondences, and based on the content of their emails, these 
stakeholders appear very approachable and open to sharing new information. 
Administration team of the Weitzman Family BRIDGEs Adult Transition Program 
This organization hosts a monthly “Transition to Adult Care Conference” for 
interdisciplinary healthcare professionals working to improve healthcare transition for 
patients in their respective institutions (F. O’Hare, personal communication, October 7, 
2015). Contact information for their administrative team is located on their website and in 
email correspondences. This author has attended this organizations’ conferences in 
person and has communicated with one of their directors on several occasions while 
developing Facilitating Transitions to Adult Healthcare for Youth with Disabilities: 
Resources for Occupational Therapy Practitioners. Therefore, it is likely that these 
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stakeholders would welcome the opportunity to disseminate findings from the CE 
program to their members. 
Dissemination Activities, Tools / Techniques, Timing & Responsibilities 
 The purpose of the activities detailed in Table 6.1 below will be to disseminate 
the key messages from the CE course and therefore encourage OT involvement in 
healthcare transition programming and greater incorporation of participation-based 
outcomes into healthcare transition programming. This author would be the primary 
person responsible for these dissemination activities.  
Table 6.1 
Proposed dissemination activities 
Dissemination 
activity 
Target 
audience Description Priority / Timing 
Written: 
OT Practice 
Continuing 
Education SIS 
Quarterly 
Practice 
Connections 
Article 
Primary: 
OT practitioners 
working with 
adolescents and 
young adults 
OT Practice is a professional 
development publication of 
the American Occupational 
Therapy Association that is 
automatically mailed to all 
AOTA members, and 
regularly includes a special 
feature for Continuing 
Education articles. Articles in 
these publications are 
delivered in a succinct 
(usually less than five pages) 
format, with visuals and 
tables to help communicate 
the key takeaways that OTs 
can carry over into their daily 
practice. Continuing 
Education articles will often 
include a knowledge test at 
the end that providers can use 
to demonstrate competency 
for formal CE units. 
Written materials for 
the primary audience 
are the highest priority 
dissemination activity, 
as they will likely 
reach the largest 
audience of OTs. There 
is likely a period of at 
least several months 
between when a 
proposed article is 
submitted to editors 
and when it is 
published. Thus, these 
articles should ideally 
be published within the 
first twelve months 
after the CE course 
concludes in order to 
convey the most recent 
information.   
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Electronic 
media: 
Postings on OT 
Connections 
message board 
Primary: 
OT practitioners 
working with 
adolescents and 
young adults 
Handouts from the CE course 
will be posted on the AOTA 
conference website. They 
could additionally be posted 
on AOTA’s OT Connections 
forums, which are message 
boards for OTs to network 
and discuss issues 
influencing daily practice. 
There is a specific message 
board on Adolescent 
Transition Services that 
seems particularly well-
aligned with the program’s 
content (AOTA, 2018b). 
Posting the course handouts 
along with a brief 
explanation of the 
dissemination messages 
would provide an opportunity 
for OTs from across the 
country to interact and 
engage with one another 
regarding the course content. 
These postings could 
be made as early as 
within the first month 
after the CE program 
ends. Earlier timing 
would be best, so that 
practitioners can access 
the handouts and 
resources and use them 
in practice as soon as 
possible. If the OT 
Practice article is 
published, a follow-up 
posting in the thread 
can include a link to 
the articles, in order to 
efficiently connect OTs 
to these materials. 
Person-to-
person: 
Presentations 
at 
interdisciplinar
y group 
meetings  
Secondary: 
Interdisciplinary 
HCT groups 
Interdisciplinary gatherings 
such as the “Transition to 
Adult Care” monthly in-
person conference in Boston, 
the annual Healthcare 
Transition Research 
Consortium’s “Chronic 
Illness and Disability 
Conference: Transition from 
Pediatric to Adult-based 
Care” conference, or the 
monthly HCTRC conference 
call are opportunities to 
present the highlights and 
conclusions from the CE 
course to a broader 
professional audience. 
The presenters for the 
monthly “Transition to 
Adult Care” 
conferences are 
scheduled nearly a year 
in advance, and calls 
for papers for the 
HCTRC conference 
and monthly calls 
appear to follow a 
similar timeline. 
Therefore, the goal 
timeframe would be 
within 18 months from 
the date of the CE 
course at April 2018 
AOTA national 
conference. 
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Budget 
 The resources to implement the dissemination plan are largely an investment of 
time rather than financial capital, as summarized in Table 6.2 
Table 6.2 
Proposed budget for dissemination activities. 
Dissemination 
activity 
Estimated time 
requirements 
Estimated 
expense 
Justification of expense 
Written: 
OT Practice 
Continuing 
Education 
Article 
Anticipate 15 hours 
total to draft articles, 
submit to AOTA, and 
revise based on editor 
feedback prior to 
publication. 
$450 
($0 actual) 
Assuming a rate of $30/hour for 
15 hours of an occupational 
therapist’s time to draft, submit, 
and edit the proposed article, 
anticipated expenses would be 
$450. By completing this 
project as part of the post-
professional OTD program, 
actual expenses are $0 (outside 
of program tuition). 
 
There does not appear to be any 
additional costs associated with 
submitting an article to OT 
Practice (AOTA, 2018g).  
Electronic 
media: 
Postings on OT 
Connections 
message board 
Anticipate five hours 
total to draft content, 
post online, and post 
responses to engage 
with contributors on the 
forum. 
$375 
($0 actual) 
Assuming a rate of $30/hour for 
five hours of an occupational 
therapist’s time to draft and 
submit the post, anticipated 
expenses would be $150. By 
completing this project as part 
of the post-professional OTD 
program, actual expenses are $0 
(outside of program tuition). 
 
AOTA membership is required 
to access OT Connections, 
therefore a $225 membership 
fee is also necessary (AOTA, 
2018f). This author has an 
active membership with AOTA, 
therefore the $225 cost would 
not be included in the actual 
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expenses. 
Person-to-
person: 
Presentations at 
interdisciplinary 
group meetings  
Anticipate 20 hours 
total to modify the CE 
course presentation to 
tailor it to an 
interdisciplinary 
audience, coordinate 
with interdisciplinary 
group stakeholders to 
arrange presentations, 
and time for the 
presentation itself and 
follow-up 
communications. 
$1,223 
($623 actual) 
Assuming a rate of $30/hour for 
20 hours of an occupational 
therapist’s time to prepare for 
the meeting, anticipated 
expenses would be $600. By 
completing this project as part 
of the post-professional OTD 
program, actual expenses are $0 
(outside of program tuition). 
 
Weitzman Family BRIDGEs 
Adult Transition Program’s 
monthly “Transition to Adult 
Care Conference” in Boston, 
MA. 
• $0 registration 
• $0 travel (located in 
Boston, near where this 
author lives). 
(D. Hanovich, email 
communication, December 28, 
2017) 
 
Healthcare Transition Research 
Consortium’s annual “Chronic 
Illness and Disability 
Conference: Transition from 
Pediatric to Adult-based Care” 
in Houston, TX. 
• $75 registration, based 
on the 2017 conference 
rate. 
• $298 for a two-night 
hotel stay, based on the 
2017 conference’s $149 
group rate 
• $250 estimated round-
trip airfare from Boston 
to Houston in early 
October when the 
conference is typically 
held. 
(C. Betz, email communication, 
September 6, 2017) 
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Healthcare Transition Research 
Consortium’s monthly 
conference calls are $0 to attend 
with a mobile phone carrier 
providing unlimited long-
distance minutes. 
(C. Betz, email communication, 
February 1, 2018). 
 
TOTAL $2,048.00 
(Actual expenses $623.00) 
 
Evaluation 
 The success of the dissemination activities could be evaluated in Table 6.3. 
Table 6.3 
Indicators of success for dissemination activities 
Dissemination activity Indicators of success 
Written: 
OT Practice Continuing 
Education 
Article 
• Acceptance of at least one article for an AOTA 
publication within the first 12 months after the 
program is completed. 
Electronic media: 
Postings on OT Connections 
message board 
• Posting of CE program handouts, resources, and key 
messages within 1 month after the program is 
completed. 
• At least three replies related to the content within the 
first month of its posting. 
Person-to-person: 
Presentations at 
interdisciplinary group 
meetings  
• Presentation to at least one interdisciplinary group 
meeting with at least 10 attendees within the first 18 
months after the program is completed. 
 
 The attainment of the dissemination plan’s goals is expected to be more 
challenging to measure. Evaluation of goal attainment could be completed as follows: 
 
 
		
74 
Table 6.4 
Measurement of goal attainment 
Goal Indicators of goal attainment 
Long term goal: Dissemination of 
program results to primary and 
secondary audiences will lead to an 
increase in occupational therapy 
practitioners’ participation in 
healthcare transition activities with 
adolescents and young adults with 
disabilities 
• Results of a brief online survey of 
occupational therapy practitioners, 
administered through a follow-up post on the 
OT Connections online message board. This 
would likely not be a representative sample, 
but could provide an indication of a trend 
towards greater OT participation in HCT 
activities. 
Short term goal: Dissemination of 
program results to the primary 
audience of occupational therapy 
practitioners will lead to an increase in 
their use of evidence-based healthcare 
transition resources in daily practice. 
• Results of a brief online survey of 
occupational therapy practitioners, 
administered through a follow-up post on the 
OT Connections online message board. This 
would likely not be a representative sample, 
but could provide an indication of a trend 
towards greater OT participation in HCT 
activities. 
• Percentage of readers who attain a “passing” 
score on the knowledge test following the 
Continuing Education article in OT Practice. 
• Follow-up correspondence with key 
administrators of websites / organizations 
that were recommended in the course 
materials, such as Got Transition and 
HCTRC, to gauge if they have observed an 
increase in OTs’ engagement with their 
materials. 
Short term goal: Dissemination of 
program results to the secondary 
audience of interdisciplinary 
healthcare transition organizations 
will lead to increased occupational 
therapy engagement, resulting in an 
increase in inclusion of participation-
based outcomes in their respective 
HCT programming. 
• Literature search to track outcomes used in 
interdisciplinary research articles related to 
HCT published in peer-reviewed 
publications in a three-year period following 
the program completion. 
• Follow-up correspondence with key 
organizations, such as Got Transition, 
HCTRC, and the Weitzman Family 
BRIDGEs Adult Transition Program to 
gauge if they have observed an increased 
emphasis on participation-based outcomes in 
HCT programming, and to count the number 
of OT practitioners involved in their 
programming efforts. 
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Conclusion 
The program will consist of a “short course” CE presentation at the AOTA 
Annual Conference, entitled, Facilitating Transitions to Adult Healthcare for Youth with 
Disabilities: Resources for Occupational Therapy Practitioners. The targeted outcomes 
of the program are for OT practitioners to (1) learn about the problem of HCT and the 
scope of existing policies and evidence-based interventions addressing HCT, (2) 
understand their potential role in addressing the problem and therefore feel empowered to 
effectively take on this problem in practice, and (3) identify specific action steps to get 
involved in facilitating better HCTs within their specific practice settings. Assuming that 
the program is successfully implemented and that its evaluation suggests successful 
attainment of these targeted outcomes, the next step is to disseminate results to the 
primary audience of all U.S.-based OT practitioners working with adolescents and young 
adults with disabilities, and to the secondary audience of interdisciplinary HCT groups.  
Through dissemination activities such as written articles in AOTA publications, postings 
in online OT message forums, and in-person presentations at interdisciplinary HCT 
conferences, this plan seeks (1) increase OT practitioners’ participation in healthcare 
transition activities, (2) increase OT practitioners’ use of evidence-based healthcare 
transition resources in daily practice, and (3) increase inclusion of participation-based 
outcomes in interdisciplinary HCT programming.
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Chapter 7: Conclusion 
The transition into adult healthcare settings and roles for youth with disabilities 
has important implications for individual health outcomes, individual participation and 
quality of life outcomes, as well as system-level economic outcomes (Betz et al., 2013; 
Bloom et al., 2012; Ferris et al., 2015; Wang et al., 2010, Sharma et al., 2014). However, 
many youth with disabilities do not successfully transition to adult healthcare settings or 
assume responsibility for adult health activities (Betz et al., 2016; McManus et al., 2013). 
There is a need for professionals to support and train youth to successfully transition to 
adult healthcare and to foster their abilities to manage their health and achieve positive 
health and participation outcomes. Occupational therapists (OT) have the opportunity to 
facilitate improved healthcare transitions and support youth through other contexts of 
transition to adulthood that mutually influence healthcare transition, including post-
secondary education, vocations, independent living, and adult-oriented community and 
social activities (Ferris et al., 2015).  
Occupational therapy practitioners are uniquely positioned to address several 
barriers to successful healthcare transition for youth with disabilities that have been 
identified in the literature. First, there is an overall lack of youth perspective in existing 
interventions, which primarily focus on self-management of health conditions (Ferris et 
al., 2015). For youth, health management is simply not a priority compared to the more 
meaningful activities of adolescence, like navigating personal relationships (Ferris et al., 
2015). By taking a holistic perspective on how health directly influences participation in 
other occupations, like employment, education, independent living, and social 
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participation, OTs can facilitate more client-centered transitions to adult healthcare. In 
addition, literature highlights a lack of adult-healthcare provider experience and training 
on the needs of people with disabilities, which manifests in ineffective communication of 
health promotion and transition information (Sharma et al, 2014; Young et al., 2009). 
OTs have training and experience in the needs of people with disabilities and in health 
literacy guidelines, and can thus play a collaborative interprofessional role in improving 
the healthcare transition experience for clients. Furthermore, in practice, there is a lack of 
coordination and communication between pediatric and adult-based providers (Lotstein et 
al., 2005), suggesting a need for a non-physician “transition coordinator” (Young et al., 
2009). OTs may help bridge this divide, as their training in the life course perspective 
allows an understanding of changing client needs from a pediatric to adult context. 
Finally, through the occupational therapy profession’s unique emphases on activity 
analysis, functional skill development, and task modifications, occupational therapy 
practitioners are well prepared to facilitate youths’ increased independence in health-
related activity performance, a vital component of successful healthcare transition.   
The project presents a new, innovative opportunity for occupational therapy 
practitioners who work with transition-age youth to improve healthcare transition and 
participation outcomes. Facilitating Transitions to Adult Healthcare for Youth with 
Disabilities: Resources for OT Practitioners is a theory-driven and evidence-based 
continuing education program. The course introduces a socio-ecological model to analyze 
the interrelated factors that influence healthcare transition and participation outcomes, 
and reviews current multidisciplinary research on healthcare transition interventions. This 
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course will facilitate OT practitioners’ learning about the problem of healthcare transition 
and evidence-based interventions addressing healthcare transition. This course will 
develop learners’ understanding of their potential role in addressing healthcare transition 
and therefore be empowered to address this problem in daily practice. This course will 
also prompt learners to identify specific, individualized action steps to increase their 
involvement in facilitating better healthcare transition within their specific practice 
settings.  
Facilitating Transitions to Adult Healthcare for Youth with Disabilities: 
Resources for Occupational Therapy Practitioners will therefore increase OT 
practitioners’ knowledge and self-efficacy related to healthcare transition and, in the long 
term, increase involvement of the OT profession in healthcare transition activities across 
areas of practice. The evaluation plan will guide measurement of the effectiveness of this 
course on achieving these outcomes, and the dissemination plan will guide the spread of 
key course messages and evaluation findings to a broader audience of OT practitioners as 
well as interdisciplinary healthcare transition organizations. Through these efforts, OTs 
will improve the well-being of youth with disabilities by helping them to be more 
independent in managing their own health, facilitating their transition to adult healthcare 
contexts and roles, and linking their health management to participation in meaningful 
life activities.
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APPENDIX: Summary of April 2018 Program and Evaluation 
On April 19, 2018, the continuing education program Facilitating Transitions to 
Adult Healthcare for Youth with Disabilities: Resources for OT Practitioners was 
presented at the 2018 American Occupational Therapy Association Annual Conference in 
Salt Lake City, Utah. Approximately sixty learners participated in the course. Based on 
32 responses to demographics questions in the program evaluation survey, approximately 
half of participants were occupational therapy practitioners (14 OT respondents and one 
OT assistant respondent), and half were occupational therapy students (16 OT students 
and one OT assistant student). Based on 22 responses to a question on practice setting, 
many participants endorsed working across multiple settings. The most common setting 
was outpatient (n=7 survey respondents), followed by community-based settings (n=6), 
elementary schools (n=4), “other” settings (n=4, including academia), middle school 
(n=3), high school (n=3), and post-secondary educational programs for youth ages 18-22 
(n=3). Based on a “show of hands” question at the outset of the presentation, a few 
participants also endorsed working in inpatient settings. 
Course content and activities were presented in accordance with the proposed 
program plan, which was described in the previous chapters of this doctoral project. 
Learners actively participated in course activities, including robust discussion and sharing 
of experiences. Overall, participants’ comments underscored the many barriers to 
successful healthcare transitions, consistent with the explanatory model of the problems 
presented in Chapter Two. For example, one outpatient occupational therapist discussed 
the challenges of working in a rural area, where evidence-based models such as transition 
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clinics and medical homes are not accessible to her clients due to a shortage of providers. 
Another participant who was both an OT as well as the father of two young men with 
autism stressed the burden that is placed on parents to serve as the coordinators between 
various providers and institutions during the transition process. School-based 
occupational therapists shared challenges with coordinating with their students’ 
healthcare providers due to “firewalls” between the educational and healthcare systems. 
However, this specific barrier seemed to vary based on learner’s individual school 
districts, with other participants sharing their successes with obtaining privacy waivers 
and reaching out directly to pediatricians to discuss students’ health considerations, with 
families’ consent.  
Thirty-two learners participated in the program evaluation, for a response rate of 
approximately 52%. The proposed evaluation plan presented in Chapter Four was 
modified for feasibility. Rather than administer the proposed separate pre- and post-
course surveys to measure change on the targeted learning outcomes, course participants 
instead were prompted to take one post-course survey. The questions in the post-course 
survey prompted learners to reflect on both their pre- and post-course self-reported 
outcomes. There are clear limitations to this approach. For example, sampling bias is an 
issue as survey respondents were individuals who self-selected to attend the course, and 
therefore may be internally motivated to report positive results. There is further sampling 
bias in that survey respondents represent course participants who self-selected to take the 
survey, and therefore may be more likely to have stronger opinions. There is also a 
potential for response bias by combining pre-and post- outcomes into a single survey 
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iteration, as respondents may misrepresent their true pre-course levels on each construct. 
Despite these threats to the validity of the program evaluation, the main benefit of a 
single survey administration was convenience for respondents. In the context of a busy 
conference schedule with limited time in between conference educational sessions, 
consideration of participants’ time and mental energy was important. Furthermore, a 
more convenient format in turn helped encourage overall survey participation.  The 
survey was primarily administered via an online link that was shared with participants at 
the end of the presentation. For some participants who did not have phone or computer 
access, a printed version was distributed. 
To evaluate the targeted outcome of knowledge, respondents were first asked to 
rate on a seven-point scale (with “1” indicating “Not at all knowledgeable” to “7” 
indicating “Very knowledgeable”), “How knowledgeable were you about available 
resources and evidence-based interventions on healthcare transition for youth with 
disabilities BEFORE THIS COURSE?” Next they were asked, “How knowledgeable are 
you about available resources and evidence-base interventions on healthcare transition for 
youth with disabilities NOW?” Responses indicated a directional improvement in 
knowledge, with a mean rating of 3.0 (standard deviation = 1.7) before and a mean rating 
of 5.2 (standard deviation = 1.4) after. Overall, the percentage of respondents rating a six 
or a seven, the two highest levels of self-reported knowledge, was six percent before the 
course and 47 percent after the course. 
To evaluate the targeted outcome of self-efficacy, respondents were first asked to 
rate on a seven-point scale (with “1” indicating “Not at all confident” to “7” indicating 
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“Very confident”), “How confident did you feel in your ability to address the healthcare 
transition needs of youth with disabilities BEFORE THIS COURSE?” Next they were 
asked, “How confident do you feel in your ability to address the healthcare transition 
needs of youth with disabilities NOW?” Responses indicated a directional improvement 
in confidence, with a mean rating of 2.6 (standard deviation = 1.4) before and a mean 
rating of 5.1 (standard deviation = 0.9) after. Overall, the percentage of respondents 
rating a six or a seven, the two highest levels of self-reported confidence, was zero 
percent before the course and 34 percent after the course. 
To evaluate the targeted outcome of understanding the role of OT in addressing 
healthcare transition, respondents were first asked to rate on a seven-point scale (with “1” 
indicating “Strongly disagree” to “7” indicating “Strongly agree”), “Please rate the extent 
to which you agree with this statement: ‘I understand the role of OT in facilitating 
successful healthcare transitions for youth with disabilities.’ How much did you agree 
with this statement BEFORE THIS COURSE?” Next they were asked, “How much do 
you agree with this statement NOW?” Responses indicated a directional improvement in 
confidence, with a mean rating of 4.4 (standard deviation = 1.7) before and a mean rating 
of 5.9 (standard deviation = 1.2) after. Overall, the percentage of respondents rating a six 
or a seven, the two highest levels of self-reported agreement with the statement, was 22 
percent before the course and 72 percent after the course. 
The targeted outcome of participation in healthcare transition activities was not 
formally assessed in the immediate post-course survey. However, course participants 
were prompted to, “Please write a personal goal about how you will apply information 
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from this course into your professional practice with youth with disabilities. Please try to 
make your goal specific, measureable, action-oriented, and realistic. ‘In the next 3 
months, I will....’” Twenty survey respondents shared their individualized goals, which 
included varied qualitative statements. A few examples included, “Review…3 
standardized assessments I can use to determine healthcare transition readiness with 
youth,” “Speak with local developmental pediatrician about transition; print and 
distribute 2 resources to current families,” and “Work with my hospital’s committee to 
explore adding healthcare self-management to the curriculum. I also want to work on 
creating a bridge program with the adult hospital across the street.” Participants were also 
asked about what healthcare transition activities they are currently using in their daily 
practice, but an insufficient number of respondents replied to this question to provide a 
meaningful summary. Based on the limited survey responses that were received on this 
question, as well as anecdotal evidence shared during the course discussion activities, it 
appears that very few participants are currently working directly on healthcare transition 
issues in their daily practice, which is consistent with expectations from the literature 
presented in in Chapter Two. 
Facilitating Transitions to Adult Healthcare for Youth with Disabilities: 
Resources for OT Practitioners shared information on the problem of healthcare 
transition, on evidence-based interventions, and on resources that clinicians can use in 
their daily professional practice with young adults with disabilities.  Approximately 60 
learners attended the course, with a mix of OT practitioners and students. Participants 
actively asked questions and shared comments and experiences during the course. 
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Although the program evaluation survey had methodological shortcomings, results 
suggested that the course was successful at increasing participants’ knowledge about 
healthcare transition, self-efficacy about addressing this issue in practice, and 
understanding the role of OT in addressing healthcare transition. Participants also wrote 
individualized goals for how to apply information from the course into their daily 
practice.  
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Executive Summary 
Introduction 
The transition into adult healthcare settings and roles for youth with disabilities 
has important implications for individual health outcomes, individual participation and 
quality of life outcomes, as well as system-level economic outcomes. Healthcare 
transition has been defined in the evidence-based literature both as the transfer from 
pediatric to adult-based healthcare services, as well as the simultaneous development of 
related competencies (Sharma, O’Hare, Antonelli, & Sawici, 2014). For youth with 
disabilities, such competencies may include self-management skills, self-advocacy skills, 
and functional task performance skills that support youth’s ability to take on greater 
independence in maintaining their health and wellbeing (Bloom et al., 2012). 
As medical and surgical treatments have improved over time, the population size 
of youth with chronic health conditions living into adulthood has increased. 
Simultaneously, public awareness has increased regarding health disparities on a number 
of preventable health metrics for people with disabilities relative to peers without 
disabilities (Krahn, Walker, & Correa-De-Araujo, 2015). In response to these trends, 
there has been an increased focus on how to best meet the health needs of young adults 
with disabilities as they transition into adulthood.  
While there are many resources on this subject for clinicians working with this 
population, there are gaps between existing programs’ content and their successful 
implementation. For example, the 2016 National Child Health Survey revealed 
shortcomings in pre-determined national goal criteria for successful transition to adult 
		
86 
care for youth ages 12-17. Surveyed families reported that 44% of youth with special 
healthcare needs had time alone with a provider at their last check-up, 69% of their 
providers educated them on the changes in healthcare after age 18, 17% of their providers 
discussed the shift to adult providers, and 62% of their providers worked with the child to 
gain skills to manage their healthcare, such as understanding current health needs, 
knowing what to do in medical emergency, or taking medications (National Survey of 
Children’s Health, 2016).   
Inadequate healthcare transitions may lead to interruption of care, and therefore 
increased health-related complications. This is particularly concerning given that young 
adulthood is a critical period of development with changing healthcare needs, such as the 
onset of chronic co-morbidities, mental health conditions, sexual health issues, and 
substance use issues. Furthermore, emerging evidence links successful healthcare 
transitions to other important life contexts such as employment, educational achievement, 
social participation, independent living, and measures of psychosocial functioning and 
quality of life (Abel et al., 2015; Hamdani, Mistry, & Gibson, 2015; Pyatak, 2011; 
Woodward, Swigonski, & Ciccarelli, 2012). Gaps in care and health complications 
stemming from unsuccessful healthcare transitions may also result in overall higher 
healthcare spending and resource utilization (Mann et al., 2015; Wang, McGrath, & 
Watts, 2010).  
These consequences underscore the significance of more effectively meeting the 
healthcare transition needs of this population. There is a need for healthcare 
professionals, including occupational therapists, to help young adults with disabilities 
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better navigate the transfer from pediatric to adult healthcare settings, and to develop 
skills that will allow them to attain greater independence in managing their health and 
well-being (Bloom et al., 2012; Sharma et al., 2014). 
Project Overview 
This project seeks to address the problem of inadequate healthcare transitions for 
adolescents and young adults with disabilities through the development of a continuing 
education program for occupational therapy practitioners (OTs), Facilitating Transitions 
to Adult Healthcare for Youth with Disabilities: Resources for Occupational Therapy 
Practitioners. A continuing education program will equip OTs with knowledge and 
resources on healthcare transition, thus enabling them to become more involved in these 
initiatives in order to facilitate more successful transitions. The proposed program 
delivery is through a “short course” presentation at the 2018 AOTA Annual Conference. 
The objectives of this continuing education program will be to help OTs: (1) learn 
about the problem of healthcare transition and the scope of existing evidence-based 
interventions addressing healthcare transition, (2) understand their potential role in 
addressing the problem and therefore feel empowered to effectively take on this problem 
in practice, and (3) identify specific action steps to get involved in facilitating better 
healthcare transitions within their specific practice settings. In accordance with these 
objectives, targeted outcomes of the program are: (1) an increase in learners’ healthcare 
transition knowledge, (2) an increase in learners’ self-efficacy in meeting the needs of 
this population, and (3) in the long term, an increase in occupational therapy 
practitioners’ participation in healthcare transition activities. 
		
88 
Key Findings 
First, an explanatory model of the problem was developed, guided by a socio-
ecological theoretical framework and recent evidence from multidisciplinary literature. 
This explanatory model structured an analysis of the factors that influence the healthcare 
transition process across individual, family and social, healthcare system, and societal 
domains (Betz et al., 2016; Wang et al., 2010). The targeted outcomes of the healthcare 
transition process were defined as (1) healthcare transition outcomes, including both 
integration into adult healthcare services and the simultaneous development of related 
functional competencies, and (2) participation outcomes across meaningful life areas.  
 Next, evidence on current interventions to address these targeted outcome areas 
was reviewed. For the integration into adult healthcare services, evidence to support 
transition clinics, medical homes, and healthcare environmental interventions was 
evaluated. For the development of related functional competencies, research on self-
management, health self-advocacy, and health instrumental activity of daily living 
(IADL) skills was examined. Gaps in the evidence-based literature were identified in 
both IADL skill development interventions, as well as studies with participation-focused 
outcomes. Across all categories, the ability to draw conclusions on the effectiveness of 
interventions has been limited by a lack of randomized controlled trials, a lack of robust 
sample sizes, heterogeneous treatment practices, and inconsistent outcome measures, 
which are also not always psychometrically sound.  
The occupational therapy profession has an opportunity to improve the healthcare 
transition experience for adolescents and young adults with disabilities. OTs’ training and 
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experience in the health literacy and learning needs of people with disabilities and in life 
course development provide an understanding of optimal learning strategies and 
changing client needs from a pediatric to adult context. Furthermore, OT has an 
opportunity to help optimize existing programs with its emphases on activity analysis, 
skill development, and task modifications in order to increase youths’ independence in 
health-related activity performance (Kardos & White, 2005). OT can also play an 
important role in linking health management to participation in other occupations, like 
employment, education, independent living, and social participation, which may 
ultimately be more meaningful to youth with disabilities and influence their quality of 
life. 
Recommendations for Program Implementation 
The proposed continuing education (CE) program will be in the style of a ninety-
minute short course in-person presentation at the 2018 annual American Occupational 
Therapy Association (AOTA) conference, entitled, Facilitating Transitions to Adult 
Healthcare for Youth with Disabilities: Resources for Occupational Therapy 
Practitioners. The targeted audience for the short course is OTs with experience working 
with transition-age youth with disabilities across practice settings, who therefore have a 
baseline understanding of general trends and issues in this population. The short course 
format is expected to be acceptable for the target audience (Andersen, 2001). The course 
content is carefully theory-driven and evidence based. A socio-ecological explanatory 
model is used as an approach for learners to analyze the healthcare transition process, and 
as a framework to organize all of the course content. All course content describing the 
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problem of healthcare transition and healthcare transition interventions includes 
summaries of the most recent interdisciplinary research findings. The design of the 
continuing education program itself is guided by adult learning theory, which 
conceptualizes learning as an internal process that is informed by the individual’s life 
experiences and guided by their personal needs and goals (Knowles, 1988; Merriam & 
Biereman, 2014). Please refer to the Appendix for details on the actual course 
presentation and activities that took place at the AOTA Annual Conference in April 2018. 
An evaluation plan will measure the effectiveness of the CE program on 
achieving the targeted learning outcomes. A mixed methods approach will be utilized, so 
that qualitative information can cross-validate and contextualize findings from the 
quantitative data, and vice-versa. The quantitative research design will consist of an 
emailed survey with a pre- and post- intervention repeated measures approach, such that 
the participants act as their own controls (Watson et al., 2010). The qualitative research 
design will consist of open-ended questions within the survey, as well as follow-up semi-
structured phone interviews with a subset of participants. Repeated measures of 
quantitative survey outcomes data will be obtained at three time points: immediately prior 
to the course, immediately after, and at three-month follow-up. Please refer to the 
Appendix for details on the actual program evaluation methodology and results from the 
course presentation at the AOTA Annual Conference in April 2018. 
A dissemination plan will then be implemented to share key messages about the 
program with the primary audience of OTs in the United States who work with 
adolescents and young adults with disabilities, and the secondary audience of 
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interdisciplinary groups of providers who are involved in healthcare transition 
programming. A budget was developed and potential financial resources were explored to 
help fund the continuing education program and the evaluation and dissemination 
activities.  
General Conclusions 
Facilitating Transitions to Adult Healthcare for Youth with Disabilities: 
Resources for Occupational Therapy Practitioners will increase OTs’ knowledge and 
self-efficacy related to healthcare transition and increase involvement of OT in healthcare 
transition activities across areas of practice. Through these changes, OTs can help youth 
with disabilities to be more independent in managing their own health, facilitate their 
transitions to adult healthcare contexts and roles, and link their health management to 
participation in meaningful life activities. 
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•  Community services and supports 
•  Health policy and legal system 
Healthcare 
system domain 
•  Administrative factors 
•  Provider knowledge / experience 
•  Accessibility of providers / settings 
Family / social 
domain 
• Family involvement, values, culture 
• Family structure, resources 
• Peer support vs. stigma 
Individual 
domain 
•  Values and interests 
•  Body structures and functions 
•  Demographics and diagnosis 
Participation 
in meaningful 
 life  
activities 
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Integration 
into adult 
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services 
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of related 
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•  Transition 
clinics 
•  Medical 
homes 
•  Healthcare 
environment 
modifications  
•  Self-
management 
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•  Health IADL 
skills 
•  Linking health 
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employment, 
independent 
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community 
outcomes In
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: 
The Problem: Inadequate Healthcare Transitions 
•  Many youth with disabilities are NOT successfully transitioning to adult healthcare settings 
and roles (McManus et al., 2013; National Survey of Children’s Health, 2016).  
•  Transitions into adult healthcare settings and roles may influence health, participation, 
quality of life, and economic outcomes (Betz et al., 2013; Bloom et al., 2012; Ferris et al., 
2015; Wang et al., 2010, Sharma et al., 2014).  
•  There is a need for healthcare professionals to help youth with disabilities better navigate 
the transition from pediatric to adult health services, and develop skills that will allow them 
to attain greater independence in managing their health and well-being.  
Socio-ecological 
Explanatory Model of 
Healthcare Transition  
•  Multiple factors influence 
healthcare transition 
(Betz et al., 2016). 
•  OT lens conceptualizes 
a link between 
healthcare transition and 
participation outcomes. 
Evidence-based 
Interventions 
•  Literature review 
suggests effective 
interventions across 
outcome areas. 
•  Conclusions limited by 
methodological 
shortcomings. 
•  Lack of studies with 
IADL skill and 
participation-focused 
outcomes. 
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Proposed Solution: 
A Continuing Education Program 
for OT Practitioners
Format “Short course” presentation at 2018 AOTA Annual Conference
Goal Program 
Outcomes
1. Increase learners’ healthcare transition knowledge
2. Increase learners’ self-efficacy in meeting this populations’ needs
3. Longer term: Increase OTs’ participation in healthcare transition 
Theory & 
Evidence
Course activities guided by adult learning theory (Knowles, 1988)
Course content from current multidisciplinary literature
Funding Potential sources: Self-pay, employer reimbursement, grants
Evaluation Mixed methods pre/post surveys and qualitative interviews
Dissemination Primary audience: OT practitioners who work with transition-age youthSecondary audience: Interdisciplinary healthcare transition programs
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Occupational Therapy: 
Opportunity for Positive Influence on Healthcare Transition
OTs are uniquely positioned to facilitate successful healthcare transitions 
for youth with disabilities:
ü Approach of linking health to participation in meaningful life activities
ü Experience in health literacy and the learning needs of people with disabilities
ü Developmental perspective on pediatric vs. adult contexts
ü Emphases on activity analysis, functional skill development, and task 
modifications to support youths’ independence in health-related activity 
performance, a vital component of successful healthcare transition
aota.orgsites.bu.edu/yell/research/pedi-pro/
(AOTA,2014; Gibson, 2015)
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